















































This	 research	 is	 original	 and	 innovative	 in	 three	 ways:	 it	 demonstrates	 close	
collaboration	between	activists	and	academics	through	all	stages	of	the	research	design	
and	conduct;	it	provides	a	unique	360-degree	perspective	integrating	the	views	of		health	
professionals,	 parents	 and	 young	 people	 (possible	 because	 of	 the	 small	 size	 of	 New	
Zealand);	 and	 it	 fills	 a	 gap	 in	 the	 literature	 by	 capturing	 the	 voice	 of	 	 young	 people	
currently	living	with	a	VSC.	
Health	professionals,	parents	and	young	people	must	navigate	complex	and	controversial	




to	 or	 disrupting	 norms,	 psychological/peer	 support,	 bodily	 autonomy,	 identity,	
expectations,	future	worries,	what’s	right	and	recognition	of	the	past.	“Trust”	was	a	meta-
theme	that	underpinned	all	of	these	elements.	
The	 implications	 of	 these	 findings	 include	 targeted	 education	 and	 training	 for	 health	
professionals	 to:	 increase	 their	 awareness	 and	 insight	 regarding	 bias	 and	 diversity;	
advance	 communication	 skills;	 understand	 patient	 perspectives;	 and	 address	 ethical	
issues.	They	also	 facilitate	 the	provision	of	specialised	psychological	support	and	peer	
support	for	parents;	increase	their	awareness	and	insight	regarding	bias	and	diversity;	
and	 enable	 	 future	 concerns	 with	 a	 focus	 on	 bodily	 autonomy	 for	 the	 child	 to	 be	
addressed.	 Young	 people	 need	 caring	 communities,	 established	 through	 peer	 and	
specialised	psychological	 support,	 to	 explore	 their	 sense	of	 identity,	 understanding	of	
diversity	and	acceptance	of	self.	Suggested	health	system	improvements	include:	multi-
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“Once upon a time there was a boy and a girl…” 
This	 sentence	 reflects	 the	 dominant	 narrative	most	 of	 us	 take	 for	 granted	when	
considering	sex	and	how	gender	is	represented	in	western	society.	What	happens	
when	 this	binary	construct	 is	 challenged	or	different,	 for	 instance	when	a	child’s	





these	 people	 are	 born	 with	 are	 currently	 considered	 to	 be	 driven	 by	 genetic,	
chromosomal	 and	 hormonal	 factors.	 A	 range	 of	 terms	 are	 used	 to	 refer	 to	 these	










2011).	 The	 societal	 and	 clinical	 response	 includes	 complex	 and	 controversial	
decision-making,	often	including	gender	assignment,	hormone	replacement	and	the	
possibility	of	genital	surgery.	




















as	 an	 argument	 for	 intervention.	 Critics	would	 argue	 that	 other	 reasons	 such	 as	
religious	or	cultural	beliefs	may	influence	the	child’s	treatment	as	much	as	lack	of	





Internationally	 there	 are	 a	 variety	 of	 perspectives	 on	 approaches	 to	 the	










decision	 making	 and	 whether	 that	 is	 based	 on	 sound	 evidence	 or	 best	 practice	
guidelines.	There	have	been	strong	links	to	Australia	due	to	its	larger	population	and	
resources,	and	it	appears	Aotearoa/NZ	has	been	led	by	some	of	the	research	and	










health	 care	 providers	 and	 those	 directly	 affected	 by	 VSC.	 Conflicting	 opinions	
between	health	care	providers	and	VSC	advocates	have	resulted	in	a	call	for	more	
robust	research	that	is	inclusive	of	affected	persons	themselves.		
My	 own	 impetus	 to	 do	 research	 in	 this	 area	 in	 part	 resulted	 from	 seeing	 a	
documentary,	Intersexion	(Lahood,	2012),	that	explored	the	views	and	experiences	
of	 people	 directly	 affected	 by	 a	 VSC	 from	 around	 the	 world.	 The	 documentary	














about	 the	 true	 nature	 of	 their	 circumstances.	 The	 documentary	 concluded	 by	
indicating	there	were	ongoing	issues	for	this	group	of	people	born	with	a	VSC,	not	
just	 those	who	had	been	 treated	 in	 the	20th	century	but	also	 for	 those	currently	
being	treated	by	health	care	professionals.	
This	motivated	me	to	explore	the	area	further	as	I	was	curious	if	this	was	the	case	
here	 in	Aotearoa/NZ	by	undertaking	doctoral	 research	 into	 the	 state	 of	 decision	
making	regarding	health	care	for	children	born	with	a	VSC	in	Aotearoa/NZ.	
The	objectives	of	this	research	are	to	:	









The	historical	context	requires	some	close	examination	as	 it	 is	 the	 foundation	on	
which	all	subsequent	developments	have	occurred.	This	history	is	based	on	decades	
of	controversial,	sometimes	ethically	suspect	research,	and	misinformation	that	has	
produced	 alarming	 stories	 involving	 secrecy	 and	 shame	 for	 both	 parents	 and	
children	born	with	a	VSC.	 I	would	argue	 that	 this	historical	 context	has	not	only	
contributed	to	the	increased	outcry	for	change	and	advocacy,	but	also	to	hesitation	
and	 caution	 among	 parents	 and	 health	 professionals	 alike.	 This	 has	 resulted	 in	
anxiety	 for	all	 those	charged	with	making	health	care	decisions	 for	young	people	
who	are	affected	by	a	VSC.	




bridge	 the	 gap	 by	 providing	 a	 collaborative,	 inclusive	 and	 robust	 approach	 that	
allows	for	a	representation	of	all	those	involved	and	affected.	
This	study	is	internationally	unique	in	combining	the	perspectives	of	these	groups,	
i.e.	 people	 who	 have	 a	 VSC;	 parents	 of	 children	 who	 have	 a	 VSC;	 and	 health	
professionals	who	work	in	the	area.	Aotearoa/NZ		is	the	ideal	place	to	address	these	
issues	 as	 our	mix	 of	 cultures	 provides	 an	 internationally	 unique	 opportunity	 to	
study	a	full	range	of	current	attitudes	and	approaches.	The	findings	from	this	study	
will	contribute	to	development	of	best	practice.	
In	 order	 to	 fully	 understand	 the	 research	 question,	 I	 conducted	 a	 part	 time	





is	 the	 founding	 partnership	 document	 between	Māori,	 the	 indigenous	 people	 of	
Aotearoa/NZ,	 and	 the	mainly	 European	 settlers	who	 colonized	 the	 country.	 The	
three	principles	of	the	Treaty	can	be	summarized	as	partnership,	participation	and	
protection(Archives	New	Zealand.	n.d.).		
This	 research	 is	 underpinned	 by	 critical	 realism	 theory	 and	 allies	 with	 feminist	
principles	 of	 inclusion	 and	 understanding	 the	 role	 of	 privilege	 and	 power.	 This	
methodological	approach	aids	in	understanding	the	complexities	that	drive	decision	






1.1 Thesis outline  
 




The	 second	 and	 third	 chapters	 lay	 the	 foundations	 of	 the	 thesis,	 providing	 the	











Back ground and 
context Chapter 2. Creating context 
Chapter 3. Human reproductive biology 
and medicine   
Chapter 4. Methodology and 
Methods 
Chapter 5. Health professionals 
Chapter 6. Parents 
Chapter 7. Young people
Chapter 8. Participant cross reference  
Chapter 9. Discussion,





This	 involves	 two	 main	 groups:	 those	 in	 the	 medical	 world	 and	 those	 directly	
affected	i.e.	those	with	a	VSC.		








complexity,	 and	 cross	 references	 this	 to	 some	 of	 the	 historical	 issues	 raised	 in	
chapter	two.	I	will	examine	the	current	literature	regarding	the	main	influences	on	
the	management	of	health	care	for	people	with		a	VSC.	I	conclude	this	chapter	with	




The	 fourth	 chapter	 explains	 the	 research	 design,	 methodology	 and	 challenges	








six	 and	 the	 young	 people	 in	 chapter	 seven.	 For	 each	 group	 I	 discuss	 patterns	 of	
engagement	 in	 the	 research,	 provide	 a	 brief	 sample	 recap	 and	 then	 present	my	
findings	for	that	group.	These	three	chapters’	findings	are	structured	in	a	way	that	
incorporates	 the	presentation	of	 themes	 interwoven	with	some	discussion	of	 the	
key	findings,	as	is	common	in	qualitative	research.	
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Chapter	 eight	 looks	 across	 all	 three	 groups	 and	 compares	 commonalities	 and	
differences.	Firstly,	I	cover	the	decision	scales	that	all	three	groups	completed	and	
the	 statistical	 analysis	 of	 the	 decision	 scales.	 Then	 I	 explore	 cross-sectional	 case	
studies	between	the	groups	and	how	they	relate	to	the	main	elements	influencing	
decision	making.	The	main	 themes	 identified	 in	 chapters	 five,	 six	 and	 seven	 that	
were	common	to	all	participant	groups	(communication,	norms,	support	and	bias)	
are	 discussed.	 Then	 the	 remaining	 group-specific	 themes	 of	 bodily	 autonomy,	
identity,	future	worries,	what’s	right,	expectations	and	recognition	of	the	past	are	










Chapter Two  
Creating Context 




I	will	 cover	 the	major	historical	elements	 that	have	 influenced	 the	ever-changing	
complex	developments	concerning	people	with	VSC/DSD.	I	will	illustrate	how	the	
medical	world	and	the	VSC/DSD	advocacy	world,	along	with	emerging	sub-systems	
within	 them,	 have	 developed	 and	 intersected	 (Figure	 2:1).	 There	 is	 a	 chequered	
history	in	the	way	people	born	with	different	sex	characteristics	have	been	viewed,	




with	many	elements	of	 influence.	 It	 is	necessary	 to	explore	how	culture,	 religion,	
human	 rights,	 social	 change	 around	 sexuality	 and	 gender,	 and	 even	media	 have	





Science	 and	 medicine	 have	 a	 privileged	 presence	 in	 western	 society	 and	 are	










Figure 2:1 Major elements of influence  
All	of	these	elements	have	the	potential	to	intersect	with	one	another,	this	diagram	represents	the	









may	 contribute	 to	 discrimination	 and	marginalisation	 of	 any	 given	 individual	 or	
group.	
















2.1.1 Literature review strategy  










such	 as	 intersex	 websites,	 blogs,	 reports,	 news	 items	 etc	 were	 scrutinised	 for	
relevance	and	were	incorporated	into	the	reviews.	
	
Where	 there	were	 large	 numbers	 of	 papers	 (as	was	 the	 case	 for	 Chapter	 Three	
where	papers	 looking	at	 the	scientific	and	biological	aspects	of	VSC	numbered	 in	
their	 thousands),	 it	 became	 clear	 that	 reviewing	 all	 the	 literature	 available	 was	
beyond	the	scope	of	 this	thesis.	There	are	over	forty	variations	of	VSC,	hence	the	
volume	 of	 research;	much	 of	 this	 literature	 focuses	 on	 scientific	 aspects	 such	 as	
molecular	biology	and	genetics	which	are	beyond	the	scope	of	this	research.	Specific	
searches	 for	 the	more	 prevalent	 variations	 such	 as	 Hypospadias	 and	 Congenital	
Adrenal	hyperplasia	also	provided	relevant	papers	for	review.	I	selected	the	most	
recent	 papers	 that	 offered	 the	 most	 relevant	 research,	 and	 that	 explained	 the	


















to	 the	 knowledge	 of	 those	 with	 lived	 experience,	 as	 previously	 discussed.	 I	 will	
briefly	look	at	the	early	history	and	then	shift	the	focus	to	the	21st	century,	as	this	is	
the	time	where	there	is	rapid	change	and	development.		
2.2.1 Dinosaurs were probably intersex! 
As	 Pigeon	 Pagonis,	 a	 young	 American	 intersex	 advocate,	 states,	 “there	 were	
probably	 dinosaurs	 with	 intersex	 traits	 roaming	 the	 earth”	 (InterACT,	 2015).	






a	 medical	 perspective	 and	 it	 is	 thought	 that	 people	 were	 not	 treated	 as	 being	
particularly	different,	and	just	got	on	with	their	lives.	There	is	little	reported	other	
than	 stories	 about	 someone’s	 different	 genitals,	 often	 found	 once	 a	 person	 was	
deceased,	as	this	would	be	the	only	time	the	genitals	were	revealed.	For	example,	




2.2.2 19th century 
In	the	late	19th	century,	medicine	was	developing	into	a	modern	science	that	strived	
to	describe	and	accentuate	the	commonalities	in	human	health,	illness	and	anatomy.	
More	 people	 were	 being	 studied	 and	 more	 sought	 help	 from	 doctors.	
Hermaphrodites	presented	a	conundrum	that	needed	resolving,	as	explored	in	the	
books	 “Hermaphrodites	 and	 the	 medical	 invention	 of	 sex”	 (Dreger,	 1998)	 and	










2.2.3 20th century  
However,	 new	 advances	 in	 medical	 science	 meant	 that	 by	 1915	 the	 gonadal	
definition	was	 being	 challenged,	 especially	with	 developments	 in	 endocrinology.	
Surgeons	like	William	Blair	Bell	from	England	suggested	secondary	characteristics	
should	also	be	considered.	Bell	went	a	 step	 further	by	stating	 that	 surgery	could	
assist	those	people	“by	(helping)	establish	more	completely	the	obvious	sex	of	the	
individual”	(Bell,	1915).	Dreger	goes	on	to	refer	to	this	as	the	beginning	of	the	“age	
of	 surgery“,	 as	 this	 was	 the	 time	 surgery	 was	 introduced	 as	 a	 way	 to	 correct	 a	
person’s	sex.	
Hugh	 Hampton	 Young	 was	 a	 surgeon	 specializing	 in	 genital	 and	 urinary	 tract	
surgery	who	joined	John	Hopkins	University	Hospital	and	established	one	of	the	first	
urology	 clinics.	 He	 developed	 surgical	 techniques	 and	 was	 a	 pioneer	 in	
reconstructive	genital	surgeries.	He	also	published	one	of	the	first	detailed	surgical	
texts,	 “Genital	 abnormalities,	 Hermaphroditism,	 and	 Related	 Adrenal	 Diseases”	
(Young,	1937).	
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2.3 Scientific milestones in medicine affecting VSC/DSD in the mid to late 
20th century 
In	1905	Nettie	Stevens	first	identified	sex	chromosomes	and	discovered	they	were	








2.3.1 Multi-discipline paediatric clinic established   
Money	 joined	 one	 of	 the	 first	 paediatric	 clinics	 established	 by	 paediatric	
endocrinologist	Lawson	Wilkins,	who	was	a	pioneer	in	understanding	and	treating	
CAH.	 Establishing	 a	 multi-disciplinary	 team,	 Wilkins	 became	 the	 director	 and	
appointed	Howard	 Jones	 (gynaecologist),	William	 Scott	 (urologist)	 and	 Joan	 and	
John	 Hampson	 (psychiatrists).	 He	 invited	 Money	 to	 be	 the	 ‘first	 paediatric	
psychoendocrinologist”	(Karkazis,	2008).	
This	milestone	is	important	as	it	brought	together	for	the	first	time	specialists	from	
a	 variety	 of	 fields	 to	 cover	 all	 aspects	 of	 proposed	 assessment,	 treatment	 and	
research.	This	was	 the	start	of	 such	collaborations,	which	still	 form	best	practice	
standards	 today.	 Interestingly	 endocrinology	 still	 holds	 the	 lead	 in	 steering	
guidelines	and	protocols.	
Money	 believed	 that	 gender	was	 largely	 a	 socially	 constructed	 concept	 and	 that	
“nurture“	 (environment	 /culture)	 not	 “nature”	 (biology)	was	 the	 key	 ingredient.	
This	basically	meant	that	it	did	not	really	matter	what	sex	you	were	born;	in	fact,	
you	could	be	nurtured	into	being	the	sex	desired	if	you	were	given	the	correct	social	
guidance	 on	 how	 to	 be	 that	 identified	 gender.	 This	 was	 quite	 radical	 from	 the	
accepted	 wisdom	 at	 the	 time,	 but	 ironically	 from	 the	 present	 perspective	 this	




2.4 John Money and Gender  
Money’s	work	with	people	born	with	VSC/DSD	and	transsexuals	lead	him	to	believe	
that	 one’s	 biological	 sex	 is	 not	 always	 consistent	 with	 one’s	 gender	 (Downing,	
Morland,	&	Sullivan,	2015).	This	was	 the	beginning	of	 the	 treatment	protocol	 for	
children	born	with	VSC/DSD.	
The	 popularisation	 of	 the	 terms	 “gender	 identity”	 and	 “gender	 roles”	 is	 often	
credited	to	Money,	who	wrote	extensively	about	gender	and	used	“gender	maps”	to	
describe	the	complexity	and	developmental	aspects	of	the	way	humans	define	their	
gender	 (see	 Figure	 2	 below).	 Money	 did	 acknowledge	 biology	 (especially	 the	






Figure 2:2 Gender maps (Money, 1995, p. 98) 




and	 show	 the	 “total”	 pathway	 to	 how	 gender	 is	 defined	 (see	 Figure	 2).	 Money	
believed	there	were	critical	gateways	that	an	individual	goes	through	which	are	the	
stepping	stones	to	grounding	gender	identity,	and	that	once	they	have	been	passed	
through	 there	 is	 no	 changing	 those	 influences	 (Money,	 Hampson,	 &	 Hampson,	
1957).		
In	this	model	the	most	critical	stage	occurred	before	a	child	develops	speech.	This	is	















and/or	 treatments,	 especially	 surgery,	 so	 they	 did	 not	 have	 to	 cope	 with	 the	








critical	 to	 the	debate	regarding	sex,	gender	and	sexuality.	Sullivan	 introduces	the	
idea	that	Money’s	“preconceived	ideas	and	values”	shaped	his	scientific	endeavours,	
in	 particular	 his	 non-questioning	 belief	 in	 the	 binary	 and	 that	 male	 and	 female	







in	 biological	 science.	 Whilst	 Money’s	 contribution	 to	 providing	 psychological	
support	for	issues	in	endocrinology	and	his	theories	on	gender	were	catalysts	for	
changes	 in	 the	 way	medicine,	 science,	 sociology	 and	 psychology	 intellectualised	
VSC/DSD,	his	original	research,	which	concluded	that	most	people	with	VSC/DSD	
would	 live	normal	 lives	despite	 their	difference,	seemed	to	become	 lost.	His	OGR	
 18	
protocol	asserted	that	people	born	with	a	VSC/DSD	were	best	served	by	appearance	
based	 genital	 surgery	 to	 align	 their	 gender	 with	 their	 genitals.	 This	 included	
reassigning	gender:	 for	example,	when	a	male	child	was	born	with	a	micro	penis	
they	would	 be	 reassigned	 as	 female	 and	 have	 surgery	 to	 remove	male	 genitalia	
(internal	and	external)	and	construct	a	vagina.	
2.4.3 The John/Joan case study 





old.	 Money	 advised	 the	 parents	 to	 move	 and	 never	 disclose	 that	 newly	 named	
Brenda	had	been	anything	other	than	a	girl.	David	had	a	younger	twin	brother,	Brian,	
and	Money	 saw	 this	 as	 an	opportunity	 to	 follow	 the	 family,	 believing	 this	would	
prove	 his	 theory	 on	 gender	 development	 and	 validate	 his	 OGR	 protocol.	 Money	
referred	to	this	as	the	John/Joan	case	and	would	publish	much	about	the	twins	and	








Milton	 Diamond,	 a	 professor	 of	 anatomy	 and	 reproductive	 biology,	 challenged	






2.4.4 Consequences of OGR protocol 
Genital	surgery,	gender	reassignment,	and	non-disclosure	were	common	practice,	
often	stemming	from	the	belief	it	would	protect	the	child	and	in	some	instances	the	






black	bar	 to	 supposedly	ensure	anonymity	 (Dreger,	1999;	Feder,	2014;	Karkazis,	
2008;	Kessler,	1998).	Many	people	born	with	a	VSC/DSD	felt	different	but	did	not	
understand	 why	 due	 to	 the	 treatment	 protocols	 based	 on	 non-disclosure	 that	
created	 secrecy	and	shame.	There	are	many	stories	of	 children	being	 completely	





2.5 The 21st century  






understanding	 of	 this	 increasing	 advocacy,	 which	 started	 in	 the	 late	 1990s	 and	
gained	strength	and	prominence	in	the	21st	century.	
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2.6 The birth of Intersex (I/VSC3) advocacy 
2.6.1 Making connections  













The	 “missing	 vagina	 monologues“	 is	 a	 post	 by	 Esther	 Morris,	 who	 has	 Mayer-




made	 comments	 reflecting	 their	 feeling	 about	 judgements	 from	 others;	 that	 just	
because	you	don’t	have	a	functioning	vagina	that	does	not	give	someone	the	right	to	






caused	harm,	resulting	 in	 them	experiencing	shame,	silence,	 fear	of	 intimacy	and	





example	 repeated	 genital	 examinations	 often	 involving	 multiple	 health	
professionals	as	discussed	earlier.	Some	people	expressed	how	these	examinations	
felt	 exploitive	and	abusive.	Others	who	were	 I/VSC	wished	 they	had	been	 left	 to	
make	choices	about	their	bodies	when	they	were	older,	especially	regarding	genital	
surgery	 and	 removal	 of	 internal	 genital	 structures	 and/or	 gonads	 (Douche	 &	
Mitchell,	2018;	Feder,	2014;	Kessler,	1998).	
These	 communities	 created	 a	 sense	 of	 connection	 and	 caring	 these	 people	 had	





2.6.2 From support to advocacy 
This	meant	people	with	lived	experience	were	no	longer	the	only	ones	highlighting	
the	 issues	 of	 health	 care	 for	 those	 born	 with	 I/VSC.	 Others,	 such	 as	 historians,	
ethicists,	human	rights	agencies,	psychologists,	 social	scientists	and	many	others,	




























long	 term	psychological	 effects	 from	genital	 surgery	were	 in	 fact	worse	 than	 the	
expected	benefits	of	feeling	and	looking	normal	(Moreland,	2011;	Diamond,	2011).		
2.6.3 Intersex/VSC researchers  
Building	 on	 the	 work	 of	 Cheryl	 Chase	 (1998,1999)	 in	 the	 1990’s,	 Intersex	
researchers,	 such	 as	 Georgiann	 Davis	 (2015),	 Morgan	 Carpenter	 (2018),	 Mani	
Mitchell	(2018),	Hilda	Viloria	(2017),	Tiger	Devore	(2015)	,	Pidgeon	Pagonis	(2015)	
and	Valentino	Vecchietti	(2018)	began	to	publish	their	own	critiques	and		accounts	
of	 lived	 experience	 and	 research.	 Various	 collected	 stories	 were	 also	 published	
through	 organisations	 such	 as	 Organisation	 Intersex	 International	 (OII).	 This	





with	 the	medical	establishment	and	 the	 resulting	 frustrations	due	 to	a	perceived	
lack	 of	 change	 have	meant	 that	 the	 intersex	movement	 has	 progressed	 to	more	




2.6.4 Global intersex activism  
The	 international	 Lesbian	 Gay	 Association	 Europe’s	 (ILGA-Europe)	 Malta	
declaration	bought	together	34	intersex	activists	from	around	the	world	in	Malta	in	
2013.	The	activists	prepared	a	declaration	 that	has	a	 list	of	17	demands,	 ranging	
from	 stopping	 appearance	 based	 surgical	 procedures	 that	 are	 “normalising”	
through	 to	ensuring	anti-discrimination	 legislation.	Additionally,	 the	Malta	group	
challenged	others	with	influence	to	support	change,	particularly	asking:	
• International,	 regional	 and	 national	 human	 rights	 institutions	 to	 take	 on	
board,	and	provide	visibility	to	intersex	issues	in	their	work.	
• National	governments	 to	address	 the	concerns	raised	by	 the	 Intersex	Forum	




• Funders	 to	 engage	 with	 intersex	 organisations	 and	 support	 them	 in	 the	
struggle	for	visibility	and	the	building	of	knowledge,	to	increase	their	capacity	
and	to	affirm	their	human	rights.	








2.7 Aotearoa/NZ advocacy and its Australian ally 
In	New	Zealand,	advocacy	grew	from	the	personal	experience	of	Mani	Mitchell,	who	
was	named	 	Bruce	 at	 birth,	 then	 reassigned	 to	 a	 female	 gender	 as	 an	 infant	 and	
renamed	Margaret.	Mani	 is	 the	 founder	and	CEO	of	 Intersex	Trust	Aotearoa	New	
Zealand	(ITANZ),	which	 is	an	organisation	supporting	people	who	are	 I/VSC	and	







Australia	 and	 Aotearoa/NZ	 also	 arranged	 a	 delegation	 of	 intersex	 activists	 in	
Darlington,	 Sydney	 to	 produce	 the	 Darlington	 Statement	 (March	 2017).	 The	
statement	raises	59	points	and	actions	that	express	the	need	to	be	acknowledged	as	
people	who	exist,	 are	diverse	and	deserve	equal	 rights	when	 it	 comes	 to	 “bodily	
integrity,	physical	autonomy	and	self-determination.”		
The	 59	 points	 cover	 human	 rights	 and	 legal	 reform,	 health	 and	 wellbeing,	 peer	
support,	 allies,	 education,	 and	 awareness	 and	 employment.	 The	 Darlington	
Statement,	under	the	section	health	and	wellbeing,	attacks	the	lack	of	transparency	
and	inadequate	care	for	people	who	are	I/VSC.	The	group	directly	calls	for	action	
from	 “the	 Australasian	 Paediatric	 Endocrinology	 Group	 (APEG)	 and	 other	
medical/health	bodies	to	stand	alongside	intersex-led	community	organisations	to	




2.7.2 Other Intersex/VSC activist national delegations  
Other	collected	nations	have	also	made	statements,	with	the	first	African	Intersex	










• Abolish	 “sex”	as	a	 legal	 category	 to	be	 recorded	 in	official	documents	 (birth	
certificates,	identity	cards,	passports,	etc.).	
• Reject	any	notion	and	labelling	of	intersexuality	as	a	“third	sex”,	“third	gender”,	
“indefinite	 sex”,	 “non-determined	 sex”,	 “ambiguous	 sex”	 or	 similar	 	 at	 birth,	








marker	 for	 identity	on	official	documents,	 recommending:	 “In	 the	 future,	 as	with	









2.8 Human Rights development of Sexual Orientation, Gender Identity 



















































degrading	 treatment	 or	 punishment	 included	 	 under	 the	 section	 “marginalised	
groups”	that	of	“intersex	persons“(United	Nations	General	Assembly,	2013):	
Children	 who	 are	 born	 with	 atypical	 sex	 characteristics	 are	
often	 subject	 to	 irreversible	 sex	 assignment,	 involuntary	
sterilisation,	 involuntary	 genital	 normalising	 surgery,	
performed	 without	 their	 informed	 consent,	 or	 that	 of	 their	
parents,	 “in	 an	 attempt	 to	 fix	 their	 sex”,	 leaving	 them	 with	
permanent,	 irreversible	 infertility	 and	 causing	 severe	mental	
suffering		
(United	Nations	General	Assembly,	2013).	
This	 increasing	 interest	 from	 human	 rights	 advocates	 raised	 the	 profile	 as	 of	
variation	in	sex	characteristics	internationally	leading	to	further	investigations	and	
reports.		
2.8.1 Intersex Human Rights Documents  
Several	nations	have	developed	human	rights	documents	explicitly	tackling	these	
specific	 human	 rights	 issues.	 Notably	 in	 2015	 the	 council	 for	 European	 Human	
Rights	 and	 the	 Australian	 Human	 Rights	 Commission	 released	 issue	 papers	 for	
intersex	 people,	 outlining	 a	 need	 for	 review	 and	 further	 research.	 The	 issues	
identified	 included	 a	 need	 for	 appropriate	 counselling	 and	 the	 cessation	 of	 all	



















gender	 (Beasley,	 2016).	 This	 elevates	 the	 advocacy	 for	 these	 SOGISC	 issues	 by	




championed	new	SOGISC	norms	and	 this	places	 such	 issues	on	 the	 “threshold	or	
tipping	point”	that	will	eventually	result	in	pressure	being	put	on	those	nations	that	
discriminate	against	those	affected	by	SOGISC	issues	(Beasley,	2016).	
2.8.2 “To be who I am/Kia noho au ki toku ano ao”: Human rights in Aotearoa/NZ 
The	Aotearoa/NZ	Human	Rights	Commission	(NZHRC)	led	the	world’s	first	inquiry	
into	discrimination	experienced	by	transgender	people,	“To	Be	who	I	am/Kia	noho	
au	ki	 toku	ano	ao”	 (Human	Rights	Commission	New	Zealand,	2008).Their	 report	
included	 submissions	 by	 intersex	 people	 highlighting	 “significant	 human	 rights	
issues	affecting	 intersex	people	 that	warrant	urgent	attention”	and	 identified	 the	
paucity	of	data	as	a	key	concern	as	it	hampers	informed	decision	making.		
This	 prompted	 a	 specific	 NZHRC	 inquiry	 for	 people	 born	 I/VSC.	 An	 intersex	
roundtable	meeting	took	place	in	July	2009,	with	a	second	being	held	in	Auckland	in	
February	2010.	The	meeting	discussed	human	rights	issues	for	people	born	with	a	












2.8.3 Intersex roundtables  
Another	 intersex	 roundtable	 took	 place	 in	 April	 2016.	 It	 gathered	 over	 fifty	 key	
players	(as	mentioned	above)	and	produced	a	report	(Human	Rights	Commission,	
2016a).	 A	 second	 roundtable	 was	 held	 the	 following	 year	 (Human	 Rights	
Commission,	2017),	the	outcome	being	that	the	Ministry	of	Health	would	establish	
a	 paediatric	 clinical	 reference	 group	 to	 review	 and	 develop	 specific	 national	
guidelines	and	recommendations.	







(25)(b)	 “Develop	 and	 implement	 a	 child	 rights-based	 health	
care	protocol	for	intersex	children,	setting	the	procedures	and	
steps	 to	be	 followed	by	health	 teams,	ensuring	 that	no	one	 is	
subjected	to	unnecessary	medical	or	surgical	treatment	during	




(25)(c)	 “Promptly	 investigate	 incidents	 of	 surgical	 and	 other	
medical	 treatment	 of	 intersex	 children	 without	 informed	
consent	and	adopt	legal	provisions	to	provide	redress	to	victims	
of	such	treatment,	including	adequate	compensation”;	
(25)(d)	 “Educate	 and	 train	 medical	 and	 psychological	




(25)(e)	 “Extend	 free	 access	 to	 surgical	 interventions	 and	





to	 the	Human	Rights	Commission	under	 the	 convention	 against	 torture.	 Five	 key	











end	 the	 practice	 of	 non-life-threatening	 surgery	 on	
intersex	children	through	legislative	protections	and	the	




accurately	 and	 uniformly	 recorded,	 allowing	 truthful	
records	to	be	kept	and	monitored	while	preserving	the	
privacy	of	individual	intersex	people.”	
• “Question	 the	 NZ	 government	 on	 what	 financial	
commitments	 it	will	make	 to	 ensure	 that	 appropriate	


















2.8.4 Separating SC from the SOGI 
One	could	argue	there	is	no	need	to	create	new	human	rights	for	people	born	I/VSC,	
but	rather	 to	ensure	 that	 the	same	rights	apply	 to	people	born	I/VSC	as	apply	 to	
everyone	else.	However,	as	outlined	above,	it	is	likely	that	it	is	more	effective	to	be	
specific,	as	was	the	case	with	LGBT	advocacy	groups	within	the	human	rights	arena.	
While	 equality	 may	 be	 theoretically	 expected	 for	 all,	 history	 indicates	 a	 lack	 of	
equality,	 especially	 for	 marginalised	 groups.	 Moreover,	 human	 rights	 targeting	
I/VSC	people	need	to	be	explicitly	outlined,	as	expecting	rights	for	I/VSC	people	to	











targeting	of	 I/VSC	 issues	has	 indeed	begun	 internationally,	with	 the	2017	List	of	





engagement.	 For	 example,	 the	 government	 of	 Norway	 is	 being	 proactive	 and	
requested	 information	 from	 its	Ministry	 of	Health	 regarding	 surgical	 procedures	
that	have	taken	place	in	the	last	3	years	and	whether	they	were	for	life-threatening	


























As	 an	 example,	 brain	 organisational	 theory	 (BOT)	 states	 that	 fetal	 hormone	





in	 more	 “masculine“	 activities	 and	 to	 develop	 same	 sex	 attraction	 (Hines	 et	 al.,	
2016).	However,	 this	research	has	been	attacked	as	having	a	narrow	perspective	
that	 has	 ignored	 the	 complexity	 of	 the	 social	 environment	 and	 experience	 that	
interacts	with	the	development	of	the	brain	(Jordan-Young,	2012;	Fine	et	al.,	2013).	




too	 simplistic,	 making	 assumptions	 that	 “sex”	 hormones	 are	 dimorphic	 and	
somehow	hardwired	prenatally,	which	is	incorrect.	New	evidence	suggests	there	is	
a	great	deal	of	plasticity	of	gendered	behaviour	and	that	gender	is	ever	evolving	due	
to	complex	 	biological	and	environmental	 influences	that	are	not	static,	 including	
those	 in	 the	 brain	 and	 endocrine	 system	 (Fine,	 Jordan-Young,	 Kaiser,	 &	 Rippon,	
2013;	Kaiser,	2012;	Wraga,	Helt,	Jacobs,	&	Sullivan,	2007).		
“Neuroanatomical	 data	 reveal	 that	 sex	 interacts	with	 other	 factors	 	 in	 utero	 and	
throughout	 life	 to	 determine	 the	 structure	 of	 the	 brain,	 and	 that	 because	 these	
interactions	 are	 complex,	 the	 result	 is	 a	 multi-morphic,	 rather	 than	 dimorphic	

















being	 consulted	more	on	 the	area	of	VSC/DSD,	 especially	 in	 the	 absence	of	 clear	
outcome	data.	
























• There	 is	a	need	 for	quality	professional	psychological	 interventions	 that	are	
without	cost		
• Those	working	in	the	area	need	specific	training	and	guidelines	


























2.10.2 When inaction becomes unethical 
People	with	atypical	bodies	are	seen	as	having	the	problem,	when	it	could	be	equally	
argued	that	it	is	society	that	has	the	problem.	Societal	views	that	are	so	embedded	
in	 the	 binary	 create	 an	 environment	 that	 excludes	 diversity	 when	 it	 comes	 to	




I/VSC,	 Alice	Dreger	 released	 a	 statement	 alongside	Tiger	Devore,	 an	US	 intersex	
advocate.	 In	 this	 statement	 Dreger	 effectively	 says	 she	 has	 had	 enough	 of	 the	






around	 human	 sexuality	 and	 disability,	 they	will	 continue	 to	
enact	 that	 shame	 and	 anxiety	 on	 the	 bodies	 of	 children	who	
deserve	better,	who	deserve	doctors	that	let	their	parents	know	





longitudinal	 study	 (DSD-Translational	 Research	 Network	 or	 DSD-TRN)	 with	






2.10.3 Where is the evidence? 
From	an	 ethical	 standpoint	 the	 question	 is	 raised:	 Is	 it	 ethical	 to	 continue	doing	
treatments	where	 there	 is	 little	 or	 no	 evidence	 to	 support	 the	 claimed	 benefits?	
(Diamond	 &	 Garland,	 2014;	 Karkazis,	 2008).	 Health	 professionals	 have	 been	
criticised	 for	using	anecdotal	or	 clinical	 experience	 to	 support	 their	own	current	
treatment	 practices	 due	 to	 the	 “the	 paucity	 of	 data	 on	 outcomes	 for	 intersex	
patients”(Karkazis,	2006,	p.289).	 Ironically,	 this	 is	also	what	health	professionals	
say	of	activists	with	lived	experience,	according	to	Karkazis.	Interestingly,	in	2016	
David	Sandberg	(psychologist	co-leading	the	DSD-TRN	study)	is	quoted	as	saying	“I	




gender	 variance	 invisible?	 To	 what	 extent	 do	 we	 let	 chromosomes	 and	 genitals	
define	us?	She	also	questions	the	value	placed	on	norms	and	whether	norms	are	not	
just	seen	as	an	average	but	also	an	ideal	(Karkazis,	2010).	




(i.e.	 the	 way	 we	 chose	 to	 perform	 our	 gender	 identity)may	 vary	 over	 time.	 As	
mentioned	before,	(2.10.1)	the	idea	of	atypical	bodies	not	conforming	to	the	gender	
binary	can	be	viewed	as	horrific.	
The	 ethics	 of	 genomics	 and	 its	 role	 in	 VSC/DSD	 management	 have	 also	 been	
questioned.	Genomics	in	relation	to	VSC/DSD	is	all	about	“securing	a	cisgendered	
future”	 and	 that	 determines	 what	 is	 considered	 to	 be	 “really”	 male	 and	 female	
(Clunie-Taylor,	2018).	Clunie-Taylor	states	this	cisgendered	future	is	“an	abstract,	
normalised	trajectory	of	development	overtime,	characterised	by	coherence	across	
multiple	 characteristics	 of	 sex,	 gender	 and	 sexuality	 (including	 one’s	 identity	 as	
cisgender).”	 She	 goes	 on	 to	 state	 that	 gonadectomy	 and	 genitoplasty	 are	
mechanisms	 by	 which	 to	 enforce	 these	 future	 cisgender	 aspirations.	 This	 is	


























While	 these	 bioethical	 questions	 are	 often	 not	 easily	 answered,	 they	 are	 very	
important	 to	 think	 about	 and	 explore.	 The	 raising	 of	 these	 questions	 and/or	
concerns	 holds	 us	 all	 to	 account,	 especially	 when	 it	 comes	 to	 research	 and	 the	
subsequent	treatments	and	guidelines	that	are	developed.		
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one	 the	 person	 is	 conscious	 of	 and	 is	 therefore	 able	 to	 assess	 and	 reflect	 on	 it	
(Perception	Institute,	2018).	For	example,	an	explicit	bias	could	include	a	preference	
for	 certain	 foods,	political	parties	or	 religious	views.	An	 implicit	bias	 is	where	 	 a	
person	is	unaware	of	the	bias,	sometimes	referred	to	as	unconscious	or	unintended	
bias	(Perception	Institute,	2018).	For	example,	this	might	include	assumptions	that	
women	 are	 natural	 caregivers,	 or	 that	 signs	 of	 aggression	 and	 assertiveness	 are	
more	 acceptable	 in	 men.	 Often	 implicit	 bias	 can	 conflict	 with	 explicit	 bias.	 For	
example,	I	might	hold	an	explicit	preference	for	diversity	and	equality	in	workplace	
leadership,	but	my	hiring	and	promotion	decisions	may	be	influenced	by	an	implicit	
preference	 for	 white	 male	 candidates	 as	 they	 more	 closely	 resemble	 existing	
stereotypes	of	effective	leadership.		
It	 is	 difficult	 to	 tell	 whether	 a	 person’s	 bias	 is	 explicit	 or	 implicit	 unless	 they	
acknowledge	an	understanding	of	their	bias,	therefore	making	it	explicit.	Bias	in	the	




important	 to	 understand	 if	 bias	 has	 a	 part	 in	 the	 Aotearoa/NZ	 	 provision	 of	
healthcare	 for	 those	born	with	a	VSC	 (Hall	 et	 al,	2015,	FitzGerald	&	Hurst,	2017,	
Marcelin	et	al,	2019).	
2.11 Legal Issues 
The	complexity	and	controversy	of	working	in	the	area	of	those	born	with	VSC/DSD	
has	 led	 to	 the	 involvement	 of	 the	 legal	 system	 as	 a	means	 to	 try	 and	 set	 legally	















admission	of	 liability	or	wrong	doing.”	 (Ghorayshi,	2017).	This	was	 the	 first	 time	
that	 the	 law	was	used	to	pursue	a	case	of	 this	nature	and	despite	 there	being	no	
admission	of	wrong	doing,	this	case	highlighted	there	is	now	a	legal	precedent	for	














Intersex	 activists	 Laura	 Inter	 and	 Hana	 Aoi	 state	 that	 the	 changes	 are	 a	 step	




















and	 consent”,	 as	 asserted	 by	 (Scherpe	 &	 Garland,	 2019).	 In	 concordance	 with	
Greenberg,	however,	they	argue	the	law	can	no	longer	just	debate	the	issue,	it	must	
consider	 judicial	 action.	 They	 state	 that	 there	 are	 surgical	 and	 hormonal	








2.11.4 The Aotearoa /NZ legal perspective 
A	 review	 paper	 on	 intersex	 and	 the	 law	 investigated	 national	 and	 international	
trends	 regarding	genital	 surgery,	 including	 those	 stemming	 from	a	human	 rights	
frame	 work,	 and	 highlight	 that	 there	 is	 little	 legal	 commentary	 in	 Aotearoa/NZ	
(McDonald,	 2015).	 That	 critique	 largely	 occurs	within	 the	 human	 rights	 focus	 of	
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SOGI	 forums	 where	 issues	 of	 genital	 surgery	 are	 raised,	 such	 as	 the	 Universal	
Periodic	 Review	 (UPR)	 that	 Aotearoa/NZ	 undergoes	 as	 a	member	 of	 the	 United	
Nations	(as	mentioned	in	section	2.8.2).	McDonald	states	that	legally	“there	has	been	




of	 people	 with	 an	 intersex	 condition	 solely	 to	 medical	
practitioners.	In	areas	involving	sex	and	gender,	science	is	in	its	
infancy	 and	 has	 engaged	 in	 a	 number	 of	 harmful	 practices	
based	 on	 unsupported	 theories	 that	 later	 proved	 to	 be	
incorrect.“	
	(Greenberg,	2012,	p.	135).	




their	 own	 decisions	 about	 their	 healthcare.	 The	 Gillick	 competency	 refers	 to	 a	
parent’s	responsibility	diminishing	as	the	child’s	own	capacity	or	maturity	develops.	
In	Aotearoa/NZ	Gillick	competency	applies.		
In	 Aotearoa/New	Zealand	 the	 Code	 of	Health	 and	Disability	 Services	 Consumers	
Rights	(Health	&	Disability	Commisioner,	1996)	and	the	Care	of	Children	Act	(New	
Zealand	Government,	 2004)	 establish	 the	baseline	by	which	 informed	 consent	 is	
obtained	when	it	comes	to	children.	Von	Rooyan	provides	an	excellent	critique	of	












this	 process	 and	 whether	 children	 and/or	 parents	 are	 providing	 fully	 informed	
consent	when	it	comes	to	the	health	care	of	those	born	with	VSC/DSD.	
2.12 Media  
In	 the	 21st	 century	 the	media	 and	 the	 interface	with	 social	media	 has	 created	 a	
platform	 for	 debate	 and	 education.	 There	 has	 been	 more	 representation	 of	
marginalised	 groups,	 with	 an	 increase	 in	 SOGI	 representation	 and	 also	 in	 the	
representation	of	those	born	with	VSC/DSD.	










In	 the	 mainstream	 area	 of	 entertainment,	 a	 popular	 United	 States	 MTV	 series,	
“Faking	It”,	aimed	at	youth,	featured	a	character	with	complete	AIS.	In	March	2016,	
there	was	an	episode	introducing	a	character	named	“Raven”,	a	youth	member	from	
interACT	 (an	advocacy	 and	 support	 group	 for	 young	people	with	 intersex	 traits)	
played	by	real	life	interACT	youth	member	Amanda	Saenz	(Avery,	2016).	In	2016	a	







awesome	 that	 their	 storylines	 are	 highly	 inclusive."	However,	 there	were	 others	
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who	showed	the	strength	of	the	commitment	that	some	have	to	the	binary,	such	as	
this	 comment:	 "This	 storyline	 is	messed	up	why	 can't	 there	 just	be	normal	baby	
either	a	boy	or	a	girl	not	a	bloody	intersex	baby."		(The	Herald,	August	9th	2018).	
These	representations	in	popular	media	platforms	raise	issues	for	the	general	public	
to	consider	and	start	 to	challenge	 the	 idea	 that	 there	 is	only	 the	binary	model	of	
gender.	
2.12.2 News  
The	news	media	has	highlighted	cases	that	challenge	the	binary.	There	are	reports	






2017).	 This	 was	 followed	 up	 by	 a	 further	 article	 about	 Dawn	 Vago	 and	 Holly	
Greenberry,	 who	 are	 co-directors	 of	 the	 intersex	 advocacy	 and	 support	 group	
IntersexUK.	Greenberry	was	quoted	 saying	 “The	 silencing	and	shame	and	stigma	
have	 to	 be	 abolished.”	 They	believe	people	who	 like	Odiele	 can	help	with	public	




tests	 and	 had	 her	 personal	 health	 history	 exposed	 i.e.	 that	 she	was	 born	with	 a	
VSC/DSD.	 She	was	 subject	 to	 discrimination	 and	was	 publicly	 attacked	 by	 other	
athletes,	who	considered	her	a	man	and	therefore	that	it	was	unfair	for	her	to	run	











The	 sporting	 world	 has	 its	 own	 rules	 regarding	 gender,	 and	 rules	 specific	 to	
performance	enhancing	drugs	that	are	taken	in	violation	of	such	rules.	In	the	case	of	
Semenya,	her	levels	of	testosterone	are	naturally	occurring.	Academics	Karkazis	and	





2018).	 Again,	 these	 individuals’	 stories	 raise	 issues	 around	 people	 born	 with	 a	
VSC/DSD	being	treated	differently	because	of	naturally	occurring	variations.	
2.13 Cultural perspectives  
2.13.1 Māori and Pacific Islands  
Aotearoa/NZ	has	Te	Tiriti	o	Waitangi/The	Treaty	of	Waitangi	(TOW)	as	the	nation’s	
founding	 document	 establishing	 the	 relationship	 between	 the	 state	 and	 Māori	
people	(Archives	NZ,	n.d.).	
The	Ministry	 of	Health-Manatū	Hauora’s	 own	website	 states	 that	 the	 three	main	
principles	outlined	in	the	Treaty	pertain	to	health	care	as	follows:	
• Partnership	 involves	 working	 together	 with	 iwi,	 hapū,	 whānau,	 and	 Māori	
communities	 to	 develop	 strategies	 for	 Māori	 health	 gain	 and	 appropriate	
health	and	disability	services.	
• Participation	 requires	 Māori	 to	 be	 involved	 at	 all	 levels	 of	 the	 health	 and	








all	 individuals,	 not	 just	 Māori	 and	 highlight	 the	 issues	 of	 equity	 and	 cultural	
awareness	and	sensitivity.	 It	could	be	argued	that	under	this	protection,	children	
have	the	right	to	decide	for	themselves	what	happens	for	their	bodies	when	it	comes	







undoubtedly	 had	 a	 huge	 impact.	 In	 many	 places,	 this	 has	 meant	 western	
cisgendered,	 heteronormative	 world	 views	 and/or	 Christian-based	 faiths	 have	
become	the	dominant	view	within	the	culture.		
The	 “emergence	 of	 Takatāpui	 identity“	 explores	 the	 strengths	 in	 the	
intersectionality	 of	 cultural	 identity	 and	 diversity	 of	 gender,	 sexuality	 and	 sex	
characteristics,	 and	 how	 this	 can	 foster	 acceptance	 and	 a	 sense	 of	 connection	
(Kerekere,	2017).	In	modern	day	Aotearoa/NZ	there	is	a	developing	use	of	the	term	
“Takatāpui”,	which	 is	an	umbrella	 term	embracing	all	Māori	with	diverse	gender	
identities,	 sexualities	and	sex	characteristics,	 including	whakawāhine,	 tangata	 ira	
tāne,	lesbian,	gay,	bisexual,	trans,	intersex	and	queer.	A	predominant	definition	is	as	
follows:	
“Takatāpui	 identity	 is	 related	 to	 whakapapa,	 mana	 and	
inclusion.	It	emphasizes	Māori	cultural	and	spiritual	identity	as	
equal	to	-	or	more	important	than	–	gender	identity,	sexuality	
or	 having	 diverse	 sex	 characteristics.	 Being	 takatāpui	 offers	





In	Aotearoa/NZ	we	have	 a	 large	Pacific	 Islander	population	 and	 they	have	 some	
different	cultural	perspectives	on	gender.	Fa’afafine	is	a	Samoan	word	for	a	man	“in	






they	 are	 not	 always	 accepted,	 especially	 when	 there	 has	 been	 colonisation	 by	
dominant	 western	 cultures	 where	 religious	 beliefs	 and/or	 dominant	 coloniser	
norms	may	be	expected	and/or	enforced.	
2.13.3 VSC/DSD research in Aotearoa/NZ   
There	has	been	 little	 research	done	 in	Aotearoa/NZ	specifically	on	children	born	
VSC/DSD.	A	qualitative	study	involved	three	older	adult	(30s	to	40s)	participants	
and	 its	 findings	 suggest	 that	 issues	 of	 disclosure,	 self-acceptance	 and	 society’s	
representation	 of	 diversity	 (and	 lack	 of	 it)	 all	 impact	 on	 people	 who	 are	 I/VSC	
(MacKenzie,	Huntington,	&	Gilmour,	2009).	Mackenzie,	a	nurse,	reflects	“People	with	
intersex	 conditions	 require	 particularly	 sensitive	 care	 and	 nurses	 can	 provide	
appropriate,	 supportive	 and	 ‘safe’	 care	 if	 they	are	aware	of	 the	 condition	and	 its	
challenges”	(MacKenzie	et	al.,	2009)	
Geraldine	Christmas	 (2013)	undertook	a	 small	 qualitative	 study	using	a	 feminist	
theory/methodology.	 She	 reported	 that	 there	 was	 a	 need	 for	 more	 detailed	
research,	especially	from	those	affected	directly,	such	as	young	people	and	parents.	
Christmas	 found	 it	 difficult	 to	 recruit	 for	 the	 study	 and	 consequently	 had	 small	
numbers	(five),	which	was	a	significant	limitation.	Christmas	asserts	there	was	little	
acceptance	of	difference	within	the	medical	profession	or	training	around	issues	for	










2.13.4 International cultures and gender  
Internationally	 there	 are	 many	 cultures	 who	 have	 broader	 concepts	 of	 gender,	
which	mean	that	the	society	has	awareness	and	acceptance	of	these	differences	and	
in	 some	 instances	 embraces	 the	 difference	 as	 a	 gift	 of	 wisdom.	 Some	 examples	
include	Native	Americans	such	as	the	Navajo,	with	“Nadleehe”	or	“Nadle”	regarded	
highly	within	 their	 communities.	 They	 are	 seen	 as	 knowing	 all	 as	 they	 have	 the	
wisdom	of	both	male	and	female,	so	they	can	do	the	work	of	both	(Lang	&	Kuhnle,	
2008).	
The	 “Guevedoce”	 in	 the	Dominican	Republic	 develop	 into	 a	male	 at	 puberty,	 but	
prior	to	this	will	be	brought	up	as	female,	knowing	the	change	will	come	at	puberty	
















and	while	 some	 cultures	may	 support	 gender	 variation	 by	 recognising	 different	
gender	categories	or	 through	social	acceptance	of	difference,	 there	are	situations	
where	this	is	not	the	case,	as	outlined	above.		
The	 research	done	by	Lang	and	Kuhnle	highlights	 the	need	 for	HP	working	with	





2.14 Intersectionality  
Intersectionality	 refers	 to	 issues	 that	 intersect	 with	 one	 another	 to	 further	
disadvantage	the	person	e.g.	being	intersex	but	also	having	a	difference	due	to	race,	
















a	 responsibility	 to	 respect	 patient	 autonomy,	 patient	
disclosure	and	informed	consent.	They	also	have	an	ethical	
obligation	 to	 pursue	 the	 patients’	 best	 interests	 while	
promoting	universal	human	rights.	The	obligation	requires	
the	 physician	 to	 be	 primarily	 concerned	with	 promoting	
concordance	between	the	child’s	assigned	gender	and	his	
[sic]likely	future	gender	identity	in	order	to	minimize	the	




This	 is	 a	 challenge	 for	 any	 health	 professional	 involved	 in	 this	 field	 and	 it	 is	
important	 to	 understand	 whether	 these	 factors	 are	 in	 fact	 influencing	 decision	
making	in	Aotearoa/NZ.	




Othering	 can	 inadvertently	 reinforce	dominant	discourses	 and	make	 the	othered	
person	 feel	 negative	 about	 being	 different.	 In	 regards	 to	 those	with	 a	 VSC/DSD,	
othering	is	likely	to	be	an	influencing	factor	and	it	will	be	useful	to	explore	it.		
One	intersex	advocate	and	researcher	suggests	that	“medicine	constructs	intersex	






2.16 Summary  




In	 this	 chapter	 I	 have	 illustrated	 the	 various	 elements	 that	 are	 likely	 influencing	
perceptions	 and	 the	 literature	 that	 surrounds	 these	 elements.	 I	 demonstrate	 the	
complexity	of	the	various	elements	coming	from	shifts	in	society,	such	as	changing	
views	 around	 sexual	 orientation	 and	 gender	 identity	 and	 the	 move	 to	 view	 sex	
characteristics	 in	 the	 same	way.	 I	 address	 how	 culture	 and	 religion	 interact	 and	
impact	 on	 the	 way	 we	 see	 people	 with	 different	 sex	 characteristics.	 The	
development	of	theories	surrounding	gender	has	prompted	intersex-led	research	to	
contribute	 to	 the	 growing	 debate	 regarding	 health	 care	 for	 people	 born	 with	 a	


















was	 seen	 as	 paternalistic	 protection	 was	 not	 a	 helpful	 practice.	 In	 fact,	 it	 was	
harmful,	 especially	 nondisclosure,	 encouraging	 secrecy	 and	 effectively	 making	
VSC/DSD	as	invisible	as	possible	in	order	to	help	the	child	and	parents	feel	normal.	
These	enormous	shifts	have	brought	about	a	more	patient-centred	approach	and	








Human reproductive biology and medicine 
“XX or XY…” 





This	 chapter	 will	 provide	 more	 detail	 on	 the	 human	 reproductive	 biology	 and	
science	that	informs	the	medical	perspective.	The	development	of	a	human	from	an	
embryo	to	birth	is	especially	complex	and	requires	many	sequential	processes	and	






the	 reader	 to	 the	 foundations	 of	 the	 current	 scientific	 understanding	 of	 human	
development	 in-utero.	 It	 covers	 both	 typical	 development	 and	 the	 atypical	
development	that	may	result	in	the	development	of	a	VSC/DSD.	Knowledge	from	the	











I	will	 clarify	 the	variety	of	 terms	and	provide	 some	of	 the	benefits	 and	 concerns	






and	 how	 they	might	 have	 an	 impact	 on	 health	 care	 provision	 for	 people	with	 a	
VSC/DSD.	 I	 will	 provide	 a	 thumbnail	 sketch	 of	 the	 health	 care	 decision	 making	
regarding	VSC/DSD	and	the	limited	information	in	the	literature	on	this	area.		
In	conclusion,	I	will	use	a	table	to	visually	represent	all	the	elements	of	 influence	




3.2 Human Reproductive Biology 
In	 human	 reproductive	 biology,	 typical	 biological	 development	 leads	 to	 sexually	
dimorphic	 humans.	 Babies	 will	 typically	 be	 born	 either	 as	 a	 female	 or	 a	 male.	













3.2.1 The biology of sex determination/differentiation  
In	 the	 beginning	 stages	 of	 pregnancy	 all	 babies	 have	 the	 potential	 to	 become	 a	
typical	male	or	female	and	it	is	usually	the	sex	chromosomes	that	set	the	path	for	
sex	 determination.	 Babies	 with	 XX	 sex	 chromosomes	 are	 genetically	 female	 and	
those	with	XY	sex	chromosomes	are	genetically	male.	Following	the	development	of	






ridge,	 migration	 of	 the	 primordial	 germ	 cells	 and	 the	 sexually	 dimorphic	
differentiation	of	the	gonads”	(Lucas-Herald	&	Bashamboo,	2014).	
Compared	to	other	organs	in	the	body	that	develop	into	one	structure	and	function,	
gonads	 have	 the	 potential	 to	 develop	 into	 two	different	 options	 i.e.	 the	 ovary	 or	
testis,	which	adds	an	extra	level	of	complexity	and	requires	a	number	of	processes	
to	complete.	






3.2.3 Stage 2- differentiation, ovaries or testes  
The	 second	 stage	 of	 differentiation	 of	 the	 human	 gonad	 occurs	 usually	 around	


























Figure 3:2 Gonad development in humans (University of Washington CONJOINT 401 
402-403 Human Anatomy and Physiology, n.d.) 
 
These	specific	pathways	require	transcription	factors	such	as	the	SRY	gene	and	Sox9	
in	order	 for	 the	gonad	 to	develop	 into	 the	 early	 stages	of	 a	 testis.	While	ovarian	
development	was	historically	considered	to	be	a	“default”	if	no	Y	chromosome	was	
present,	 new	 information	 	 suggests	 that	 this	 is	 not	 the	 case,	with	key	 genes	 also	
required	to	activate	ovarian	development,	including	WNT4		and	RSPO1	(Ohnesorg,	
Vilain,	&	Sinclair,	2014).		
“The	 subsequent	maintenance	 of	 the	 gonadal	 fate	 can	 be	 viewed	 as	 a	 battle	 for	
dominance	between	the	male	(Dmrt1,	Sox9)	and	female	(Fox2	and	Wnt/B-catenin)	




Sinclair	 (2014).	 This	 intricate	 process	 of	 “mutually	 antagonistic	 pathways”	 is	





Figure 3:3 Overview of the genes and their interactions in gonadal sex determination. 




3.2.4 Stages 3 and 4- development of internal and external structures  
In	males,	once	the	gonad	differentiates	into	a	testes	it	secretes	MIH,	switching	off	
development	of	the	Müllerian	ducts.	It	also	secretes	testosterone,	which	stimulates	
development	 of	 the	 Wolffian	 ducts	 that	 develop	 the	 internal	 structures.	 These	
internal	structures	include	the	vas	deferens,	seminal	vesicles	and	ejaculatory	ducts.	
The	 testosterone	 is	 converted	 locally	 to	 dihydrotestosterone	 to	 stimulate	
development	of	the	external	structures	of	the	penis	and	fusion	of	the	labioscrotal	
folds	to	form	the	scrotum.		












dihydrotestosterone)	 or	 penis,	 scrotum	 etc.	 (male)	 (in	 the	 presence	 of	
dihydrotestosterone)	




development	 of	 both	 gonad	 and	 kidney/urinary	 system	 (e.g.	WT-1,	WNT-4),	 or	
because	of	a	“developmental	field	defect”	(developing	structures	and	organs	in	the	
same	 area)	 leading	 to	 anatomic	 variation	 in	 several	 structures.	 For	 example,	 the	
mesonephros	turns	into	a	kidney	and	is	very	close	to	the	gonad;	in	a	variation	like	
Mayer	Rokitansky	Küster	Hauser	Syndrome	(MRKH),	where	a	female’s	reproductive	
system	 is	 affected,	 the	 kidneys	 can	 also	 be	 affected	 due	 to	 being	 in	 the	 same	
developmental	field.	See	Figures	4	and	5	below	for	more	detail.	
 
Figure 3:4 Phenotypic differentiation of the female and male urogenital tracts 
In	females,	the	Müllerian	ducts	give	rise	to	the	fallopian	tubes,	uterus,	and	upper	vagina,	and	the	Wolffian	ducts	persist	in	vestigial	form.	In	males,	the	






Figure 3:5 Phenotypic differentiation of the external genitalia in female and male 
embryos 
In	 females,	 the	 genital	 tubercle	 becomes	 the	 clitoris,	 the	 genital	 swellings	 become	 the	 labia	majora,	 and	 the	 genital	 folds	










3.2.5 Biological sex as a spectrum 
Ainsworth	 (2015)	 described	 research	 from	 prominent	 geneticists,	 scientists	 and	
biologists	redefining	sex	as	a	spectrum	rather	than	a	binary	or	dimorphic.	A	table	










This	area	of	 research	 is	emerging	and	 likely	 to	develop	more	with	new	scientific	
advances		alongside	more	progressive	ways	of	viewing	diversity	within	humankind.	





3.3 Atypical sex development  
A	baby	whose	sex	development	is	atypical	due	to	a	variation	in	the	above	processes	
or	 a	 broader	 anatomical	 issue	 affecting	 multiple	 structures	 may	 present	 with	
genitalia	that	make	it	difficult	to	determine	the	sex	of	the	child.		
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outlining	 a	 number	 of	 the	 currently	 know	 genes	 that	 have	 an	 influence	 on	 sex	
determination	 and	 how	 they	 might	 influence	 the	 development	 of	 a	 VSC/DSD	 if	
disrupted.	 There	 is	 still	 much	 to	 understand	 and	 uncover	 from	 a	 scientific	
standpoint	and	the	search	to	clarify	the	processes	at	play	continues	(as	discussed	
below).		













































Figure 3:6 Genetic pathophysiology of human sex determination (Arboleda et al., 2014) 
Within the developing gonad, regulation of gene transcription occurs through cellular signalling pathways (WNT4–RSPO1 in ovary 
determination, Map-kinase in testis determination) that activate genes through alteration of chromatin structures and modulation of 
epigenetic factors or by direct activation of transcriptional networks. In 46,XX individuals, WNT4 and RSPO1 act through Frizzled or LRP5–LRP6 
receptors to activate β-catenin (CTNNB1) transcription. β-catenin and FOXL2 promote expression of ovary-specific genes while inhibiting the 
expression of testis factors such as SOX9. In 46,XY individuals, Map-kinase signalling through MAP3K1 may alter chromatin conformation 
indirectly through histone modifications (dotted arrow). Map-kinase signalling also increases phosphorylation of transcription factors such as 
GATA4, which is thought to alter chromatin (dotted arrow) upstream of SRY, and was shown to directly bind to SRY promoter (solid arrow) to 
activate transcription. Within the nucleus, transcription factors GATA4 and ZFPM2 bind and transactivate SRY and SOX9. Other important 
factors are CBX2 that has been shown to directly bind the SRY promoter and that, in conjunction with the NR5A1 protein, binds to 
the SOX9 promoter. The SRY protein can then turn on downstream genes such as SOX9, which initiates the testis gene expression network 
and represses ovarian-specific genes such as RSPO1 and β-catenin. Ovary-promoting transcription factors are noted in orange and testis-
promoting factors are noted in green. Abbreviations: ORF, open reading frame; P, phosphate 
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The	complex	process	of	human	development	in-utero	makes	it	challenging	for	the	




3.3.2 Current understanding of Genes linked to VSC/DSD  
Currently	about	40%	of	VSC/DSDs	can	be	genetically	diagnosed	and	it	is	hoped	that	
with	 better	 technological	 developments	 this	 percentage	 will	 increase	 (Arboleda,	
Sandberg	and	Vilain,	2015).	It	is	equally	important	to	reflect	that	we	do	not	know	
what	 may	 be	 uncovered	 in	 the	 future	 that	 may	 change	 the	 direction	 science	 is	
currently	 pursuing.	 For	 example,	 it	 was	 widely	 believed	 in	 the	 past	 that	 the	
development	 of	 the	 ovary	 was	 a	 “default”	 mechanism	 in	 the	 absence	 of	 the	 Y	
chromosome,	whereas	ovarian	development	is	now	known	to	require	activation	of	
specific	genes.	
This	 information	 has	 helped	 extend	 the	 knowledge	 of	 causes	 but	more	 recently,	
increasing	 access	 to	 such	 technology	 has	 also	 indicated	 the	 spectrum	 of	 genetic	
influences	on	any	one	variation that	may	be	present	under	the	VSC/DSD	umbrella.	
This	 has	 resulted	 in	 advances	 in	 our	 understanding	 of	 the	 role	 of	 gonadal	





3.3.3 VSC/DSD Classifications  
 
Table 3:3 DSD Classification (Hughes et al., 2006) 
An example of a DSD classification 
Sex chromosome DSD 46,XY DSD 46,XX DSD 
A: 45,X (Turner Syndrome 
and variants) 
 
A: Disorders of gonadal (testicular) 
development 
1. Complete gonadal dysgenesis 
(Swyer syndrome) 
2. Partial gonadal dysgenesis 
3. Gonadal regression  
4. Ovotesticular DSD 
A: Disorders of gonadal (ovarian) 
development 
1. Ovotesticular DSD 
2. Testicular DSD (e.g. SRY., 
dup SOX9) 
3. Gonadal dysgenesis 
 
B: 47,XXY (Klinefelter 
Syndrome and variants) 
 
B: Disorders in androgen synthesis 
or action 
1. Androgen biosynthesis defect 
(e.g. 17-hydoxysteroid 
dehydrogenase 
deficiency, 5a reductase deficiency, 
StAR mutations 
2. Defect in androgen action 
(e.g. CAIS, PAIS) 
3. LH receptor defects (e.g. Leydig 
cell hypoplasia, aplasia) 
4. Disorders of AMH and AMH 
receptor 
(Persistent Müllerian Duct 
Syndrome) 
B: Androgen excess 
1. Fetal (e.g. 21 hydroxylase 
deficiency, 11 hydroxylase 
deficiency)                                                                              
2. Fetoplacental (aromatase 
deficiency, POR) 




C: 45,X/46,XY (mixed 
gonadal dysgenesis, 
ovotesticular DSD) 
C: Other (e.g. severe hypospadias, 
cloacal extrophy) 
 
C: Other (e.g. cloacal extrophy, 
vaginal atresia, MURCS, 
other syndromes) 
D: 46,XX/46,XY (chimeric, 
ovotesticular DSD) 
  
Whilst consideration of karyotype is useful for classification, unnecessary reference to karyotype should be avoided; ideally, 
a system based on descriptive terms (e.g. androgen insensitivity syndrome) should be used wherever possible. 
 
 
This classification tries to link the causation to the specific disorder/variation, for 
example the first column relates to VSC/DSDs that have different a chromosome make 
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up to the typical 46,XY male or 46,XX female. As science continues to advance, 
particularly in the field of genetics, more such classifications (and terminology) are 
likely to evolve (Ohnesorg et al., 2014). This has been aided by the development of 
international data registries such as I-DSD, which gathers data internationally for 
collaborative research and is also useful for understanding the long-term issues for 













Figure 3:7 VSC/DSD classification(Cools et al., 2018) 
Disorders	 of	 sex	 development	 (DSDs)	 are	 classified	 into	 three	 main	 groups	 on	 the	 basis	 of	 the	




3.3.4 VSC/DSD categories  
These	three	categories	of	VSC/DSD	are	currently	the	most	common	classifications:	
46,XY,DSD	–	this	refers	to	babies	with	a	46,XY	karyotype	whose	internal	or	external	
urogenital	 structures	 do	 not	 match	 those	 of	 a	 typical	 male.	 This	 may	 result	 in	
genitals	looking	ambiguous,	i.e.	closer	to	those	seen	in	a	typical	female	in	appearance	
(including	 a	 micro	 penis,	 an	 unfused	 scrotum,	 undescended	 testes,	 and	 urinary	
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opening	 at	 the	 base	 of	 the	 penis	 rather	 than	 the	 tip),	 or	 having	 a	 typical	 female	
appearance.	This	often	results	from	the	baby	not	being	able	to	produce	the	testicular	





Other	 variations	 include:	 Androgen	 insensitivity	 syndrome	 (AIS),	 which	 can	 be	
partial	 (PAIS)	 or	 complete	 (CAIS),	 resulting	 from	 mutations	 in	 the	 androgen	
receptor	 (i.e.	 disorders	 of	 androgen	 action),	 mutations	 in	 enzymes	 involved	 in	
androgen	 biosynthesis	 (e.g.	 5α-reductase	 deficiency,	 17-β	 hydroxysteroid	








external	 urogenital	 structures	 do	 not	 match	 those	 of	 a	 typical	 female.	 This	 can	

























complete	 or	 incomplete	 and	 can	 occur	 in	 any	 of	 the	 tree	 major	 divisions	 of	
classification.	
Mixed	 gonadal	 dysgenesis	 (45,X/46,XY	 MGD)	 is	 a	 VSC/DSD	 associated	 with	 a	
numerical	sex	chromosome	abnormality	resulting	from	Y-chromosome	mosaicism	
and	leading	to	asymmetry	of	the	gonads.	
In	46,XY	complete	gonadal	dysgenesis, also called Swyer syndrome,	XY	 individuals	






in	any	the	three	categories	above	due	to	 its	complexity.	 In	 this	condition	there	 is	
both	histological	testicular	and	ovarian	tissue	(although	neither	may	be	functional	








therefore	 has	 had	 the	most	medical	 and	public	 interest.	 Consequently,	 there	 has	
been	much	 information	and	misinformation	about	 this	group,	who	at	 times	have	
been	a	novelty	and	subject	to	exploitation	and	curiosity.		
Other	 Non-specific	 DSDs	 –	 in	 addition,	 some	 VSC/DSDs	 are	 due	 to	 anatomical	
variation	 (e.g.	 Mayer	 Rokitansky	 Küster	 Hauser	 Syndrome	 (MRKH)	 and	 Cloacal	
Anomaly),	or	 the	variation	 in	 the	genitalia	occurs	as	part	of	a	broader	syndrome	
affecting	multiple	parts	of	the	body	(e.g.	Smith-Lemli-Opitz	syndrome).		
3.3.5 Disagreement about what is a VSC/Intersex/DSD  
There	 is	 debate	 over	 whether	 variations	 such	 as	 hypospadias,	 CAH,	 Turner	
Syndrome	and	Klinefelter	syndrome	should	even	be	considered	as	being	under	the	
umbrella	 of	 Intersex,	 which	 for	 some	 implies	 “in	 between	 the	 sexes”,	 whereas	
VSC/DSD	is	seen	as	a	broader	term.	In	these	variations	,	there	are	normally	no	issues	
of	genital	ambiguity,	sex	of	rearing	or	gender	identity	and	for	this	reason	it	is	not	
considered	 appropriate	 that	 they	 come	 under	 the	 umbrella	 term	 Intersex.	 For	
example,	hypospadias	is	regarded	as	specifically	a	matter	of	function,	is	seen	by	the	
medical	world	as	largely	straightforward	to	correct,	and	most	would	say	it	is	curable	
(O’Connell,	 2016).	 One	 surgeon	 commented	 that	 it	may	 even	 be	 caused	 by	 fetal	
position	 in	 the	 womb	 e.g.	 the	 heel	 pushing	 against	 the	 genitals	 results	 in	 the	









Arguments	 often	 given	 in	 support	 of	 surgery	 for	 hypospadias	 are	 that	 it				




which	 implies	 needing	 to	 urinate	 sitting.	There	 is	 also	 an	 argument	 for	 possible	
improved	 fertility;	 this	 is	 supported	 by	 long-term	data,	 especially	 for	 those	with	
curvature	 of	 the	 penis	 (Bhat	 et	 al.,	 2016).	 However,	 recent	 studies	 investigating	
fertility	potential	by	comparing	men	with	hypospadias	and	a	control	group	indicate	
that	fertility	is	comparable	to	that	of	the	men	without	hypospadias,	except	for	those	
with	additional	genital	 variations	 (e.g.	micropenis	and	 	 ambiguous	genitalia)	and	
those	with	proximal	hypospadias	i.e.	where	the	urethral	opening	is	close	to	the	base	
of	 the	 penis	 or	 scrotum	 (Asklund	 et	 al.,	 2010;	 Bhat	 et	 al.,	 2016).	 Both	 studies	
reported	no	difference	in	fertility	potential	whether	surgery	was	done	in	childhood	
or	as	an	adult.	
Others	suggest	 that	no	 intervention	 is	needed.	Research	 involving	men	who	have	
had	no	intervention	shows	many	have	coped	well	and,	in	some	cases,	not	even	been	
aware	 of	 variation	 (Dodds	 et	 al.,	 2008).	 This	 raises	 the	 question	 of	what	 is	 best	
practice,	no	intervention	or	intervention?	It	will	be	important	to	understand	health	
professionals’	perspectives	on	this	in	Aotearoa/NZ.	
In	regards	to	CAH,	again	 there	 is	no	perceived	 issue	regarding	gender	as	 females	




3.4 Natural variation in genitals  
There	is	a	great	deal	of	variation	and	difference	in	the	general	population	when	it	
comes	to	the	appearance	of	genitals	internally	and	externally.	Medical	professionals	
have	 often	 seen	hundreds	 of	 different	 people	 and	 therefore	 different	 bodies	 and	
know	this	to	be	true.	In	fact,	a	DSDfamilies	website	comments	on	natural	variation	
(DSDfamilies,	2019).		
British	 artist	 Jamie	 McCartney’s	“Great	 wall	 of	 vaginas”	 sculpture	 panels	 exhibit	
plaster	casts	of	400	different	vulva	from	women	who	volunteered	to	participate	in	
the	 creation	 of	 the	 art	 piece.	 It	 clearly	 demonstrates	 variety	 and	 difference,	
contesting	the	idea	that	there	is	a	typical	presentation	of	the	female	external	genital	
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structures	 (McCartney,	 2011).	 Other	 researchers	 explore	 the	 history	 of	 clitoral	














medicine	 that	 provide	 some	 guidance,	 such	 as	 the	 Prader	 scale	 for	 clitoral	 size.	
Normally,	 the	 length	 of	 a	 new	 born	 boy's	 penis	 is	 between	 2.8	 to	 4.2	
centimetres	(Shonefeld	&	Beebe,	1942).		
Norms	and	their	measures	have	an	important	place	in	medicine	and	form	the	basis	
for	 deciding	 what	 is	 considered	 atypical.	 What	 is	 considered	 within	 the	 normal	
range	 and	 a	 variation	 when	 it	 comes	 to	 VSC/DSD	 is	 somewhat	 unclear.	
Understanding	what	role	norms	play	 in	 the	VSC/DSD	field	and	the	 impact	of	 this	
would	be	helpful	within	the	Aotearoa/NZ	context.		
3.5 Prenatal screening  
Screening	for	some	intersex	variations	is	possible	(along	with	other	tests	such	those	
for	 Down	 syndrome)	using	 a	 blood	 test	 from	 the	 pregnant	 parent.	 NIPT	 (non-
invasive	prenatal	testing)	is	available	in	Aotearoa/NZ	at	a	cost	(approximately	$600	
plus	consultation	fee).	The	testing	usually	occurs	from	the	10th	week	of	pregnancy.	
It	 can	 detect	 “sex	 chromosomes	abnormalities”	 including	 Turner	 syndrome,	
Klinefelter	syndrome,	Triple	X	and	XYY	syndrome	(Fertility	associates,	2019).	
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Preimplantation	 genetic	 diagnosis	 (PGD)	 is	 where	 an	 embryo	 is	 tested	 before	
implantation.	Nisker	raised	concerns	about	the	ethics	around	informed	consent	and	
PGD	(Nisker,	2013).	This	has	been	offered	and	used	in	some	instances	with	parents	
who	 have	a	 child	 who	 has	 CAH	 so	 they	 can	 choose	 to	 re-implant	 an	 unaffected	
embryo	and	discard	the	affected	embryos.		
Parents	 may	 be	 offered	 antenatal	 dexamethasone	 therapy	 in	 some	 health	 care	
settings,	which	 is	 given	prenatally	 to	 prevent	 a	 female	 baby	 from	developing	 in-
utero	virilisation		due	to	the	possibility	of	CAH	(Chiu	et	al.,	2002).	This	treatment	has	
been	 controversial	 due	 to	 potential	 complications	 for	 both	 the	mother	 and	 child	
(Dreger,	Feder,	&	Tamar-Mattis,	2012;	Hirvikoski,	Nordenström,	&	Lindholm,	2012).	
3.6 Terminology- What's in a name?  
There	 is	 no	 clear	 term	 that	 covers	 all	 the	 variations	 that	may	 be	 present	 in	 the	
development	of	a	human’s	sex	characteristics.	There	have	been	many	attempts	to	



































Since	 the	 Chicago	 conference	 in	 2006,	 “Disorders	 of	 sex	 development”	 has	 been	
widely	adopted	as	the	collective	term	for	“medical	conditions	that	cover	genetic	and	
medical	 conditions	 affecting	 the	 urogenital	 and	 reproductive	 organs”(Hiort	 &	
Ahmed,	2014).	In	other	words,	it	covers	a	variety	of	variations	that	are	biologically	
determined	when	there	are	atypical	variations	in	chromosomes,	hormones,	gonads,	
genitalia	 and	 the	 urinary	 system.	 This	 may	 result	 in	 babies	 being	 born	 with	
ambiguous	 genitalia	 or	 where	 their	 anatomical	 appearance	 does	 not	 match	 the	
chromosomes/genetics	typically	found	in	males	and	females.	































there	 is	 a	 sensitivity	 to	 language.	 “Differences”	 is	more	 palatable	 for	many	 as	 it	















vary	greatly	within	each	of	 the	specific variations.	DSD	 is	an	attempt	 to	provide	a	





3.6.1 Disability classification and terminology 
This	 is	 not	 unlike	 other	 areas	 in	 medicine	 such	 as	 intellectual	 disability,	 where	
classification	changed	from	mental	retardation	to	intellectual	disability.	The	editor	
of	Mental	Retardation	Journal,	Dr	Taylor,	supported	changing	the	journal’s	name	to	
the	 Intellectual	 and	 Developmental	 Disabilities	 Journal.	 Taylor	 clarifies	 “the	 term	
intellectual	and	developmental	disabilities	is	simply	less	stigmatizing	than	mental	
retardation,	 mental	 deficiency,	 feeble	 mindedness,	 idiocy,	 imbecility,	 and	 other	
terminology	we	have	cast	aside	over	the	years”.	He	asserts	“anyone	who	believes	we	
have	 finally	 arrived	 at	 the	perfect	 terminology	will	 be	proven	wrong	by	history”	
(Prabhla,	 2007,	 Feb	 20).	 This	 will	 likely	 be	 the	 case	 for	 the	 rapidly	 evolving	
terminology	in	the	VSC/DSD	field	internationally.	
This	debate	will	no	doubt	continue	and	change	as	insights	from	all	concerned	are	







3.6.2 Pros and Cons for current terminology 
Here	is	a	summary	of	the	pros	and	cons	of	the	main	two	terms	(DSD	and	Intersex),	
as	suggested	by	(Topp,	2013),	with	some	additional	information	that	I	have	added.	



































































pathologising/stigma	 of	 “DSD”	 (whether	 the	 first	 ‘D’	 stands	 for	 differences	 or	




202	members	with	 a	VSC/DSD	out	 of	 508	 	 responded	 (61%	were	people	with	 a	




variation	 in	 sex	 development	 and	 differences	 in	 sex	 development.	 Affected	
individuals	also	described	the	need	 for	 flexibility	and	said	 that	doctors	 talking	 to	
doctors	may	use	DSD	terminology	but	should	use	different	terms	when	talking	with	
patients.	 For	 example,	 many	 preferred	 the	 specific	 variation name,	 e.g.	 AIS.	 The	
terminology	 used	 can	 affect	 research	 participation,	 e.g.	 CARES	 Foundation	




terms	 from	 286	 health	 professionals	 (101	 endocrinologists,	 81	 urologists,	 91	
genetic	counsellors	and	6	psychologists).	They	 found	that	most	 just	used	specific	



















DSD	 is	 seen	 as	 the	 standard	 and	 in	 the	 advocacy	world	 intersex	 is	 generally	 the	
preferred	 term.	 In	 medicine	 there	 is	 a	 progression	 in	 terminology	 and	 they	
acknowledge	that	the	terminology	used	is	not	perfect	but	nonetheless	represents	a	
step	forward	in	the	medical	management	of	such variations.	
3.6.3 Terminology used in this study 
It	 has	 been	 a	 struggle	 to	 find	 terminology	 that	 sits	 comfortably	 for	 this	 piece	 of	
research.	 I	 have	 opted	 to	 use	 the	 DSD	 terminology	 when	 talking	 to	 medical	
professionals	 as	 that	 is	 the	 current	 term	 in	 use	 (with	 the	 “D”	 representing	




development	 (VSC/DSD)	 when	 working	 in	 the	 health	 professional	 space	 and	
intersex	or	variation	of	sex	characteristics	(I/VSC	or	VSC)	when	working	with	those	
directly	affected	such	as	parents,	young	people	and	advocacy	groups.	This	evolution	




to	 reflect	 the	 values	 of	 the	 people	 represented	 in	 this	 group	 and	 the	 changes	 in	
nomenclature	since	starting	this	research.	The	variety	and	fluidity	in	terminology	is	
likely	to	continue	to	grow	and	change	in	the	future.	
3.6.4 VSC and transgender  
It	 is	 important	 to	 note	 while	 there	 are	 some	 similar	 issues,	 e.g.	 both	
populations	experience	stigma	and	often	require	involvement	from	health	services,	





to	 change	 their	 bodies	 and	 struggle	 to	 get	 this	 done,	whereas	 some	people	with	





be	 associated	 or	 identify	 with	 such	 a	 movement	 as	 they	 identify	 strongly	 as	
heterosexual.	
This	 research	 is	not	 addressing	 issues	 related	 to	 transgender	people	unless	 they	
intersect	directly	with	issues	for	those	who	have	a	VSC/DSD.	
3.7 Genital examinations  










3.8 Medical education and VSC/DSD specific training 
Specific	training	around	working	with	VSC/DSD	in	Aotearoa/NZ	has	been	limited.	
There	 is	 a	 VSC/DSD	 interest	 group	 that	 is	 available	 to	 be	 consulted	 regarding	
specific	 cases	 through	paediatric	 and	 adult	 endocrinology.	Australasian	Pediatric	
Endocrine	 Group	 (APEG)	 holds	 a	 symposium	 every	 second	 year	 at	 their	 annual	




Internationally	 there	 are	moves	 to	 develop	 some	 training	 specifically	 for	 health	
professionals,	for	example	some	training	has	been	established	in	Phoenix	(Phoenix		
Childrens	 Hospital,	 2017,	 July	 13).	 Other	 initiatives	 have	 been	 set	 up	 to	 further	
knowledge	 globally	 by	 attempting	 to	 pool	 data,	 encouraging	 collaboration	 and	
facilitating	 the	 collection	 of	 data.	 This	 includes:	 International–DSD	 (I-DSD);	 e-
learning	and	e-consultation	from	the	European	Pediatric	Society	for	Endocrinology;	
DSD	 genetics;	 DSD-Life	 and	 the	 DSD	 family’s	websites	 (Kranenburg	 et	 al.,	 2016;	
Muscarella,	 Kranenburg-van	 Koppen,	 Grijpink-van	 den	 Biggelaar,	 &	Drop,	 2014).	
These	sites	recognise	the	difficulty	of	having	small	numbers	of	health	professionals	
within	a	country,	but	that	combining	with	other	countries	can	help	produce	research	
collaborations	 and	 better	 quality	 research	 together	 with	 reviewed	 and	 updated	
resources.		
3.8.1 Health professional training  




There	 seem	 to	 be	 even	 fewer	 opportunities	 to	 help	 trainee	 doctors	 develop	
communication	skills	around	difficult	or	sensitive	subjects	such	as	diversity	around	





Medical	 educators	 here	 in	 Aotearoa/NZ	 have	 recognised	 that	 more	 needs	 to	 be	
provided	in	this	area	but	state	the	curriculum	is	full.	It	often	comes	down	to	what	is	
considered	essential	learning	and	there	being	no	time	and/or	space	to	“slot	in”	such	
additional	 learning	 (personal	 communication	 with	 medical	 educators	 within	
Aotearoa/NZ,	 March	 2017).	 There	 was	 however	 an	 indication	 that	 this	 is	 being	
raised	more	 and	more	 at	 international	medical	 education	 conferences	 (personal	
communication,	medical	education	Professor	Ellis,	April	2017)		
3.8.2 Anatomy teaching  
Even	in	such	basic	science	as	anatomy	the	“standard		male	“	and	“standard	female”	
body	are	presented	and	any	variation	from	the	perceived	norm	is	deemed	abnormal.	




























it	 would	 be	 challenging	 to	 show	 the	 depth	 of	 variety	 within	 a	 single	 text.	 This,	
however,	is	likely	to	reinforce	that	there	is	a	correct	way	for	our	genitals	to	look	from	
a	medical	perspective.	While	it	is	impractical	to	constantly	be	showing	variations	in	
educational	 materials,	 it	 is	 important	 to	 express	 that	 there	 is	 diversity	 in	
presentation.	
A	recent	study	of	an	ancient	medical	text	indicates	that	we	have	shifted	away	from	
looking	 at	 the	 body	 as	 a	 whole	and	 incorporating	 the	 context	 (the	 political	 and	
religious	values	of	the	time)	within	which	that	anatomy	is	perceived.	In	this	book,	



















3.8.3 Communication  
Communication	is	 something	 that	 is	 vital	 in	 healthcare,	 not	 just	 for	 effectively	
gathering	 information	 but	 also	 in	 the	 delivery	 of	 information,	 both	 essential	
components	 of	 being	 a	 good	 health	 professional.	 It	 is	 unclear	 if	 there	 is	 formal	













3.9 Ethics  
All	doctors	and	health	professionals	have	to	follow	a	code	of	ethics,	the	most	famous	
being	the	Hippocratic	oath	which	essentially	is	summarized	as	“first,	do	no	harm”.	
The	 preference	 is	 for	modern	 day	 versions,	 usually	 based	 on	 the	World	Medical	
Association’s	endorsed	declaration	of	Geneva.	This	was	revised	recently	and	some	
of	the	changes	are	pertinent	to	this	thesis	include:		
• “THE	 HEALTH	AND	 WELL-BEING	OF	 MY	 PATIENT	 will	 be	 my	 first	
consideration”.	
• The	 addition	 of	 a	 clause	 highlighting	 the	 importance	 of	 respecting	 patient	
autonomy.	
• The	 addition	 of	 a	 clause	 reflecting	 the	 obligation	 of	 the	 physician	 to	 share	




































autonomy	 and	 the	 complexity	 of	making	 decisions	 for	 someone’s	 future	without	
knowing	how	they	will	feel	about	those	decisions,	especially	regarding	what	most	of	





7,	 “consider“	 and	not	 “respect”,	 indicating	 a	 hierarchy	 of	 parents	where	parents’	
wishes	 and	 beliefs	 are	 placed	 above	 those	 of	 young	 people	 (Gillam	 et	 al.,	 2010).	
Understanding	what	ethical	considerations	are	used	in	Aotearoa/NZ	and	their	place	
in	decision	making	would	be	of	interest.	
3.9.2 Guidelines and decision making 
There	are	 some	guidelines	 internationally	 for	best	practice	when	 it	 comes	 to	 the	
diagnosis	and	treatment	of	people	born	with	I/VSC	traits,	however	there	has	been	
no	clear	consensus	on	some	of	the	more	controversial	areas	such	as	surgery.	There	







While	 it	 was	 considered	 by	 many	 to	 be	 ground-breaking,	 particularly	 around	
terminology,	it	was	widely	criticized	as	not	going	far	enough	to	protect	the	rights	of	
those	born	with	a	VSC/DSD,	as	has	been	discussed	earlier.	
In	 2016,	 it	 was	 revised	 and	 the	 “global	 consensus”	 made	 attempts	 to	 include	 a	
variety	of	known	advocates	and	international	professional	groupings	to	advocate	a	
best	 practice	 approach.	 It	 is	 an	 extensive	 document	 that	makes	 some	 important	
changes,	again	advancing	the	need	for	collaboration	and	inclusion	of	those	affected	
and	advocates.	It	also	provides	advances	in	science	(Lee	et	al.,	2016).	However,	it	
falls	 short	 in	a	 number	 of	 areas,	 in	 particular	 in	 coming	 from	a	 heteronormative	
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point	 of	 view.	While	 it	 raises	 issues	 around	 terminology,	 autonomy	 and	 human	




has	 shown	 a	 striking	 evolution	 in	 the	 consensus	process	 that	 leaps	 ahead	of	 the	
previous	 two	 consensus	 documents.	 They	 have	 provided	more	 input	 from	 those	
with	variations/advocates	and	have	been	much	more	specific	about	the	assessment	
and	care	of	people	with	a	VSC/DSD.	An	example	is	the	table	below	which	has	the	
most	detail	 and	 inclusive	 language	of	 any	consensus	guideline	produced	 thus	 far	
(Cools	et	al.,	2018).	
 











of	more	 inclusive	 and	 less	 pathologising	 language	 throughout	 the	 document,	 e.g.	
“differences”	 is	the	default	term	rather	than	“disorders”,	and	“naturally	occurring	
variations”	 is	 used.	 The	 authors	 also	 spell	 out	 in	 detail	 what	 is	 meant	 by	
psychological	care	and	emphasise	 the	specific	ways	 to	communicate	 information,	
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Figure 3:9 Essential components for psychological care to affected families (Cools et 
al., 2018, p. 420) 
	
This	 reflects	 the	 rapid	 changes	 taking	 place	 in	 the	 field	 and	 the	 willingness	 for	
collaboration	 between	 those	 affected	 and	 those	 providing	 assessment	 and	
healthcare.	It	also	indicates	and	reinforces	the	ongoing	need	for	research	and	new	
information	from	all	involved.	
3.10 Decision making  
Decision	making	is	complex	at	the	best	of	times	and	none	less	so	than	in	the	area	of	
medicine,	 especially	 in	 the	 area	 of	 those	born	with	 an	 I/VSC variation.	 There	 are	
some	 guidelines	 within	 professions,	 as	 stated	 previously,	 and	 of	 course	 those	
recommended	on	the	two	consensus	statements.	
Specific	decision	making	tools	have	been	promoted	in	the	literature,	one	of	the	first	
being	 shared	 decision	 making	 (Karkazis,	 Tamar-Mattis,	 &	 Kon,	 2010)	 where	
Kakarkis	suggested	the	shared	decision	making	(SDM)	as	an	evolution	away	from	
Basic requirements for dealing with patients 
• Acknowledge variety, complexity and individuality 
• Create an atmosphere of appreciation and acceptance 
• Provide time, empowerment and encouragement 
Information for parents 
• Biological: explain the condition as a naturally occurring variation 
• Medical: explain sex and gender as non- binary concepts and in the context of sex determination and 
differentiation; provide precise information on the specific condition; provide information on vital, functional 
and elective medical interventions, including risks and benefits; and offer alternatives (for example, guidance 
on how to tackle potentially difficult situations and on how to raise resilient children who have a genital 
difference) 
• Gender-related: discriminate between childhood (play) behaviour and adult gender identity; explain that the 
initial decisions on social gender role may be subject to later change according to the self- expression of the 
developing child; and put forward gender contentedness as the ultimate goal 
• Use sensitive and respectful language (for example, avoid using terms such as malformation and disorder) 
• Communication: listen, repeat information and ask for questions 
• Promote contact with support groups and participation of appropriately trained peers in the decision-making 
process or in the multidisciplinary team 
Psychological counselling 
• Discuss communication within the family and social environment and support decision-making on 
(provisional) gender role, medical interventions and judicial options or regulations (for example, birth 
certificate entry) 
• Promote acceptance of individual development 
• Avoid emotionally driven decisions, delay non-urgent decisions (such as those on surgery) until psychological 
counselling has been given and promote participation of trained peers in the decision-making process 
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3.10.1 Decision making and Surgery  
“Despite	 the	 increasing	 number	 of	 publications	 on	 this	 topic,	 evidence-based	
recommendations	still	cannot	be	made”	(Creighton,	Chernausek,	Romao,	Ransley,	&	
Salle,	2012).	This	statement	sums	up	the	advice	from	the	50	experts	that	made	up	
the	VSC/DSD	working	party	that	 took	place	 in	Annecy,	France,	 in	2012.	Diamond	
and	Garland	(2014),	following	the	Annecy	report,	go	one	step	further	and	suggest	a	
mortarium	 is	 required	 on	 early	 surgical	 intervention	 unless	 the	 condition	 is	 life	
threatening	until	the	child	is	of	an	age	they	can	consent	(Diamond	&	Garland,	2014).	
In	an	editorial	of	 the	 Journal	of	Pediatric	Urology	 in	2014	a	standpoint	piece	was	







mentioned	 gender	 identity	 and	 how	 “anatomical	 appearance	 likely	 plays	 a	 role”,	
which	is	reminiscent	of	the	John	Money	theory	of	gender	(Mouriquand,	Caldamone,	
Malone,	Frank,	&	Hoebeke,	2014).	
The	 surgeons	 then	 outline	 arguments	 for	 and	 against	 early	 and	 late	 surgery,	
highlighting	 that	 early	 surgery	 is	 less	 technically	 difficult	 and	 may	 have	 less	
psychological	impact,	whereas	if	surgery	is	put	off	until	the	person	concerned	is	an	
adolescent,	 it	 will	 be	 more	 complicated,	 with	 a	 higher	 risk	 of	 morbidity	 and	
mortality,	and	there	are		few	experienced	surgeons.	Somewhat	pointedly	they	end	
the	section	on	timing	with	“it	is	of	interest	that	the	opponents	to	early	surgery	have	
































making.	 Reitsma,	 Mourits,	 Koning,	 Pascal,	 &	 van	 der	 Lei,	 (2011)	 asked	










of	 age.	 Children	 in	 a	 large	 study	 (over	 25,000	 children	 exposed	 to	 a	 general	
anesthesia)	had	less	development	ability	when	starting	school	compared	to	peers,	












person	whose	 body	 it	 is.	 Likewise,	 these	 advocates	 challenge	 norms	 that	 aim	 to	
“normalise”	I/VSC	in	favour	of	a	recognition	of	diversity,	as	discussed	in	chapter	two.	
I/VSC	advocates	assert	appearance-based	surgeries	such	as	clitoral	reduction,	labial	




the	 benefits	 of	 improved	 fertility	 and	 quality	 of	 life,	 as	 mentioned	 previously	
regarding	 hypospadias	 repair.	Health	 professionals	 have	 concerns	 that	 a	 blanket	
ban,	as	proposed	by	I/VSC	advocates,	does	not	take	into	account	that	some	surgeries	
considered	to	be	appearance-based	are	in	fact	related	to	minimising	health	risks	e.g.	






3.10.3 Shared decision making (SDM)  
SDM	has	become	the	preferred	approach,	especially	in	the	complex	areas	of	genital	
surgery	and	sex	determination.	Karkazis	developed	a	model	that	set	out	six	stages	












Karkazis	 and	 her	 co-author	 Mary	 Moran	 developed	 a	 protocol	 for	 developing	 a	
functional	MDT	team	in	order	to	develop	expert	specialised	teams	and/or	a	Centre	
of	Excellence	(CoE)	for	VSC/DSD.	They	promote	a	six	stage	protocol	that	essentially	
































They	are	based	 in	Phoenix	Children’s	Hospital	 and	 these	are	part	of	 the	ongoing	
effort	 to	 develop	 specialist	 training,	 best	 practice	 for	 VSC/DSD	 and	 supports	 for	
parents	and	young	people.	
3.11 Summary  
This	 chapter	 provides	 the	 context	 from	 the	 human	 biological,	 reproductive	 and	
medical	perspective	which	reflects	the	dominant	lens	by	which	health	professionals	









outside	 of	 medicine,	 notably	 of	 those	 directly	 affected	 by	 a	 VSC/DSD	 and	 their	
advocates,	provide	 the	backdrop	 to	 the	development	of	 the	current	research.	We	
need	to	consider	both	perspectives,	in	order	to	truly	understand	the	basis	by	which	
these	 views	 and	beliefs	 affect	 the	 spectrum	of	 same,	 different	 and	dysfunctional.	
Medicine	and	VSC/DSD	advocacy	perspectives	are	often	at	odds	with	one	another,	










the	complexity	of	 these	elements	and	 the	broader	categories	 in	which	 they	exist,	
such	as	societal,	medicine	and	science,	I/VSC	advocacy	and	human	rights.	While	not	
exhaustive,	they	provide	a	window	into	the	many	elements	of	influence.	
I	 have	 separated	 the	 two	 dominant	 categories	 of	 medicine/science	 and	 I/VSC	
advocacy	 in	 Aotearoa/NZ	 to	 highlight	 our	 country’s	 specific	 influences.	 It	 is	
important	to	note	that	the	global	elements	are	equally	important	in	Aotearoa/NZ;	
they	have	had	and	continue	to	have	a	strong	impact.	




There	 is	 a	 knowledge	 gap	 about	 what	 is	 actually	 happening	 in	 Aotearoa/NZ	





The	qualitative	 research	outlined	 in	 this	 thesis	will	 address	 this	 by	 taking	 a	360	
degree	look	from	the	perspective	of	the	three	key	groups,	that	is,	young	people	with	
a	 VSC/DSD,	 parents	 of	 young	 people	 with	 a	 VSC/DSD	 and	 health	 professionals	








































































































































































































































































   
   
 


































































































































































   
   
   










































   

































































































   
   
   
   































































































































































































































































   





































































































































































   






   
   



























































































































































































































































































































































































































































































































































   


































































































































































































































































































































Chapter Four  










Research	 in	 the	 area	 of	 VSC/DSD	 is	 increasing,	 and	 it	 has	 begun	 to	 explore	 the	
experiences	 of	 those	 directly	 affected,	 that	 is,	 people	 with	 a	 VSC/DSD	 and	 their	
parents.	While	there	is	still	a	research	focus	on	underlying	causes	and	case	studies,	
there	is	increasing	interest	in	addressing	some	of	the	issues	outlined	in	the	previous	
chapters,	 such	as	patient	experience,	bias,	 stigma	and	 lack	of	 inclusion.	Research	
involving	 young	 adults	 with	 VSC/DSD	 and	 parents	 of	 children	 with	 VSC/DSD	 is	
needed,	to	investigate		the	psychosocial	experiences	and	impacts	of	the	health	care	
provided	(or	not	provided).	











reality	 (Lyons	&	Chamberlain,	 2006).	While	 I	was	 not	 rigidly	 adhering	 to	 CR,	 its	
philosophical	 principles	 underpin	 my	 methodological	 approach.	 I	 was	 also	





support	 service	 that	 provided	 support	 to	 at	 risk	 families.	 The	 qualitative	 study	
involved	interviewing	parents	about	their	experiences	of	the	support	they	received.	
CR	helped	“clarify	complex	relationships	and	the	processes	that	(were)	unlikely	to	
be	 captured	 by	 predetermined	 response	 categories	 or	 standardised	 quantitative	
measures”	 (Parr,	 2015).	 In	 her	 study,	 Parr	 stated	 she	 was	 mindful	 of	 the	
participants’	context	and	reporting	of	their	experience,	which	was	to	be	respected.	
In	 order	 to	 make	 “authoritive	 claims”,	 researchers	 have	 to	 “reconstitute”	 those	






















Figure 4:1 Contributing perspectives to theoretical framework 
 





4.3.1 Research challenges  
In	designing	this	study,	I	was	aware	of	the	limitations	of	previous	studies	(especially	
historically),	 as	mentioned	 in	 chapters	 two	 and	 three.	 A	 key	 limitation	 of	 many	
studies	was	 the	 lack	of	 inclusion	of	VSC/DSD	people	 themselves	 in	 the	design	or	
process	of	the	research.	I	wanted	to	avoid	“doing	research	to	them”	and	wanted	to	
honour	the	clear	message	 from	VSC/DSD	advocates	of	 “nothing	about	us	without	


















&	Mann,	 2011).	 Aotearoa/NZ	 is	 a	 small	 country	with	 a	 population	 of	 4.9	million	
people	 (Stats	 NZ,	 2019).	 Due	 to	 the	 infrequency	 of	 VSC/DSD	 presentations	 in	
Aotearoa/NZ,	finding	participants	would	be	challenging.	





The	 nature	 of	 VSC/DSD	 can	 lead	 to	 the	 assumption	 that	 parents	 are	 vulnerable;	
consequently,	health	professionals	may	believe	the	last	thing	that	parents	will	want	






to	 relay	 their	 experience	 of	 having	 a	VSC/DSD.	 It	may	 also	 be	 challenging	 to	 get	
information	about	the	study	out	to	affected	young	people.		
All	 of	 these	 factors	 make	 doing	 research	 in	 this	 field	 challenging	 and	 open	 to	
controversy.	It	was	important	to	take	this	 into	consideration	when	designing	this	
research.	
4.4 Partnership Approach  
4.4.1 Treaty of Waitangi 
As	stated	in	my	introductory	chapter,	Te	Tiriti	o	Waitangi/the	Treaty	of	Waitangi		is	
the	 fundamental	 kaupapa	 (foundation/principles)	 underpinning	 this	 research	
project.	 It	 is	 the	 foundation	document	 in	Aotearoa/NZ	 that	 sets	out	 the	need	 for	
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partnership	between	Māori	and	the	Crown.	In	summary	it	sets	out	three	principles:	
partnership,	 participation	 and	 protection	 (Archives	 New	 Zealand,	 n.d.).	 It	 is	
important	 to	 honour	 these	 principles	 as	 the	 basis	 of	 any	 research	 done	 in	 our	
country.	 These	 principles	 guided	 my	 approach	 to	 the	 research	 throughout	 the	
course	of	this	project	.	
To create a partnership with Māori, I consulted with the University of Otago’s Māori 
research committee during the development of this project and have been granted 
approval from the Ngāi Tahu Research Committee. Māori consultation was also 
obtained from various DHBs through the locality agreement process. I also consulted 
with various researchers from Te	Rōpū	Rangahau	Hauora	a	Eru	Pōmare	(the	Eru	
Pōmare	Māori	Health	Research	Centre)	based at University of Otago, Wellington 
throughout the study. 




Figure 4:2 Two key partnerships 
 
Next	 I	approached	Mani	Mitchell	and	the	 ITANZ	board,	who	have	been	 long	 time	
advocates	for	people	who	identify	as	I/VSC.	They	were	very	happy	to	collaborate	on	
the	research	project.	Their	inclusion	was	especially	important	given	the	historical	
lack	 of	 involvement	 of	 people	 born	 I/VSC	 in	 research	 about	 them.	 ITANZ	
involvement	would	provide	a	level	of	integrity,	safeguarding	the	research	in	a	way	
that	I,	as	someone	who	does	not	have	a	VSC/DSD,	could	not.	Mani	and	I	formed	a	








group	 	 of	 key	 informants	 for	 the	 research.	This	 ally	was	my	 supervisor,	Dr	Esko	


















All	 of	 these	 collaborative	 and	 “practical	 partnerships”	 became	 woven	 into	 the	
research	 process.	 This	 was	 both	 challenging	 and	 rewarding,	 and	 reflected	 the	
dynamics	 of	 the	 issues	 inherent	 to	 experiences	 of	 those	 living	 and	working	with	
VSC/DSD.	 Fostering	 relationships	 between	 the	 different	 partners	 involved	
supporting	 the	collaboration	and	having	a	 shared	understanding	of	 creating	new	





Table 4:1 Key informants 





























4.4.3 Reciprocity  
These	 partnerships	 also	 involved	 some	 reciprocity,	 for	 example	 sharing	 of	
resources,	 involvement	 in	 training,	 and	 facilitation	 of	 collaboration	 between	
advocates	and	health	educators	and	health	professionals.	Specific	examples	include:	
1)	 supporting	 a	 collaborative	 presentation	 (including	 sourcing	 funding)	 at	 an	




by	 establishing	 an	 online	presence	 and	 gauging	whether	 there	were	people	who	
identified	as	I/VSC	who	wanted	to	connect	in	a	safe	space.	It	was	humbling	to	think	
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that	 simply	 discussing	 the	 research	 could	 lead	 to	 the	 establishment	 of	 a	 youth	
support	 group.	 Intersex	 Youth	 Aotearoa	 (IYA)	 went	 live	 in	 September	 2015,	
becoming	a	subsidiary	of	ITANZ.	
This	partnership	approach	also	included	Georgia	Andrews,	who	developed	a	role	as	
a	 young	 advocate	 for	 people	 born	 I/VSC.	 Alongside	 Mani,	 Georgia	 became	 a	
supportive	 ally	 in	 collaborating	 on	 the	 research.	 This	 culminated	 in	 the	 joint	
development	and	delivery	of	a	presentation	at	the	inaugural	Intersex	social	science:	
activism,	 human	 rights	 and	 citizenship	 conference	 held	 on	 June	 4-5th	 2018	 in	
Bologna,	Italy.	
This	 reciprocity	 was	 a	 very	 satisfying	 part	 of	 the	 research	 process.	 I	 especially	
valued	 the	 opportunity	 to	 support	 one	 of	 the	 research	 participants,	 Georgia	
Andrews,	 to	 go	 to	 Bologna	 to	 present	 together	 my	 findings	 on	 young	 people’s	
experiences.	Georgia,	who	is	developing	her	youth	advocacy	role,	benefited	greatly	




research.	 Without	 the	 establishment	 and	 maintenance	 of	 these	 partnerships	 I	
believe	the	research	project	would	have	not	been	as	rich	and	expansive.		
4.5 Ethical Matters 
Ethical	Approval	was	obtained	via	the	University	of	Otago	Human	Ethics	committee	




were	 understandably	 concerned	 about	 the	 vulnerability	 of	 all	 three	 participant	
groups,	but	in	particular	the	young	people.		












according	 to	 the	 Pediatric	 Endocrine	 Society/European	 Society	 for	 Paediatric	
Endocrinology	(PES/ESPE)	classification	(2006).	This	includes,	but	is	not	limited	to,	
sex	chromosomal	DSD	(Klinefelter	syndrome	with	genital	anomaly,	mixed	gonadal	
Outline of data collection 
Practical Partnerships Identified and met with Maori, ITANZ 
and Key health 






























bar given for 
particpating 




























gonadal	 dysgenesis	 (pure	 and	 mixed),	 defects	 in	 steroid	 biosynthesis	 or	 action	
(including	 CAH,	 androgen	 insensitivity,	 androgen	 biosynthetic	 deficits	 and	








4.6 Sample groups  
There	are	three	sample	groups	in	the	research;	see	figure	4:4and	table	4:5	below.	
 











 Table 4:2 Sample groups  
Group	one	-Health	professional	group			
22	health	professionals	who	had	directly	 cared	 for	 infants	 and	 children	with	

















4.7 Health professionals  
4.7.1 Recruitment  
Suitable	health	professionals	(HPs)	were	accessed	via	professional	networks,	such	
as	APEG	and	the	DSD	interest	group,	and	invited	to	participate	in	the	study.	Locality	












who	worked	in	the	field	who	they	thought	 it	would	be	useful	 for	me	to	contact.	 I	
maintained	contact	by	regularly	sending	out	reminders	and	updates	to	those	who	
had	consented	to	participate	in	the	research.		
In	 regard	 to	 recruiting	 other	 HPs,	 as	 mentioned	 above	 I	 asked	 paediatric	





4.7.2 Data  
Face-to-face	 semi-structured	 individual	 interviews	 were	 developed	 for	 HPs	 to	
explore	their	experiences	of	dealing	with	patients	and	parents	who	present	with	a	
VSC/DSD.	Questions	focused	on	what	is	involved	in	their	decision-making	processes,	










Interviews	 were	 audio	 recorded	 using	 a	 digital	 recorder.	 All	 recordings	 were	
transcribed	verbatim.	
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4.7.3 Interview process  
Consent	forms	and	information	sheets	were	emailed	and/or	posted	to	the	recipient	






and	 what	 their	 experience	 is	 like	 during	 this	 process	 of	 providing	 care	 and	
management	for	their	patients.	I	also	probed	for	potential	improvements	they	might	
consider	needed	in	order	to	provide	the	best	health	care.	
4.8 Parents  
4.8.1 Recruitment  
Parents	were	 recruited	 via	 the	 caseloads	 identified	 through	 health	 professionals	
who	were	providing	services	 to	people	with	a	VSC/DSD.	The	majority	of	parents	
were	recruited	by	this	pathway.	
Recruitment	 was	 also	 attempted	 through	 support	 and	 advocacy	 groups	 such	 as	
ITANZ	 and	 Congenital	 Adrenal	 Hyperplasia	 NZ	 (CAHNZ).	 Support	 groups	 posted	
information	inviting	parents	to	take	part	on	their	websites/newsletters,	along	with	
an	information	sheet	outlining	the	study.		
ITANZ,	 who	 are	 very	 supportive	 of	 the	 research,	 actively	 promoted	 it	 where	
possible.	I	also	made	contact	with	other	support	and	advocacy	groups	in	order	to	get	












4.8.3 Interview process 
Interview	 times	 were	 arranged	 that	 were	 convenient	 to	 the	 consenting	
interviewee/s	 (where	 there	were	 two	parents	 raising	 the	 child,	 I	 gained	 consent	
from	both	and	saw	them	together,	separately	or	only	saw	one,	depending	on	their	
preference).	 The	 interviews	 were	 audio	 recorded	 using	 a	 digital	 recorder.	 All	






parents	 recruited	 in	 the	 initial	 years	 of	 the	 study	 to	 explore	 the	 nature	 of	 their	
unfolding	experience.		
4.9 Young people  
4.9.1 Recruitment  
Young	people	were	 recruited	via	 the	caseloads	 identified	 through	HPs	who	were	




The	 research	was	 endorsed	by	 ITANZ.	Both	Mani	Mitchell	 and	Tommy	Hamilton	
(ITANZ	 advocates)	 advised	 on	 and	 assisted	 in	 the	 recruitment	 of	 young	 people	






made	 on	 their	 behalf,	 if	 applicable.	 Interviews	 also	 sought	 to	 understand	 their	
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4.9.3 Interview process 
An	interview	time	was	arranged	at	a	time	convenient	to	the	consenting	interviewee.	
The	 interview	was	 audio	 recorded	 using	 a	 digital	 recorder.	 All	 recordings	 were	













when	 it	 came	 to	 the	 child	 and/or	 young	 person	 in	 question	 i.e.	 with	 the	
parents/caregivers,	 with	 the	 health	 professional	 or	 somewhere	 in	 between.	 The	
scale	ranged	 from	1-20	with	10	being	 the	medium	point,	which	would	 indicate	a	
shared	 responsibility	 for	 decision	 making.	 To	 obtain	 data	 for	 this	 measure	 I	
developed	a	decision	making	scale	(DMS)	that	asked	participants	to	place	an	X	on	a	






the	 task	 of	 choosing	 was	 moved	 from	 one	 DMS	 to	 two	 i.e.	 one	 DMS	 for	 life	
threatening	 situations	 and	 another	 DMS	 for	 when	 situations	 were	 not	 life	
threatening.	
 
Figure 4:5 HPs and parents decision scale  
For	the	young	people	I	included	an	additional	DMS	considering	those	times	when	
they	were	able	to	participate	in	making	decisions.	I	included	the	parent	and	health	






Decision making scale  
 
 




Please indicate on this scale where you think the responsibility for decision making for a child 
born with DSD best fits between parents and health professionals.                    
                                                          
  Place an X on the line                             
 
Placing a line to the left indicates responsibility more towards the parents and a line to the 





Figure 4:6 Young person’s decision scale  
 




Lincoln,	 2013).	 TA	 is	 often	 seen	 as	 a	 tool	 and/or	 process	 of	 qualitative	 analysis;	
however,	Braun	and	Clarke	have	developed	a	model	where	TA	is	itself	the	research	




Transcribed	 interviews,	 along	 with	 data	 as	 mentioned	 earlier	 (4.10.2),	 were	
uploaded	to	Nvivo	11,	which	is	a	qualitative	data	analysis	computer	software	system	







pen	 and	 paper	 analysis	 where	 data	 can	 be	 lost,	 missed	 or	 difficult	 to	 manage	
(Bazeley	&	Jackson,	2013).	
Data	 was	 analysed	 from	 each	 individual	 interview	 separately,	 then	 within	 their	
respective	groups	and	finally	collectively	across	all	three	groups.		
The	health	professionals	 and	parents’	 groups	were	 allocated	 a	 number	 linked	 to	
their	transcripts	as	an	identifier	that	would	maintain	the	privacy	of	their	identity.	
For	 example,	 there	 were	 22	 health	 professional	 participants	 and	 they	 were	
identified	 as	HP1,	 HP2,	 HP3	 etc.	 The	 parent’s	 participant	 group	 consisted	 of	 18	
individuals	who	were	also	allocated	a	number	e.g.	P1-father	,	P2-mother	and	so	on.		
As	there	were	only	10	young	people	I	gave	them	a	pseudonym	e.g.	Amber,	Bridget,	
Tess	 etc.	 rather	 than	 a	 generic	 group	 identifier	 and	 individual	 number.	 This	was	
because	they	were	at	the	heart	and	centre	of	the	decision	making	process.		
When	presenting	the	data,	I	use	direct	quotes	from	the	participants	where	possible,	
in	 order	 to	 honour	 their	 voices.	 I	 have	 provided	 direct	 data	 to	 ensure	 the	
participant’s	voice	is	not	lost	by	way	of	interpretation	and	theorising.	My	intent	is	to	
maintain	the	 integrity	of	what	was	said	by	the	 individual	participant.	This	 is	also	













that	was	 followed	 in	 this	study	(see	 figure	5,	which	outlines	 the	process	 in	more	
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detail).	 Once	 all	 three	 data	 sets	 were	 complete	 a	 cross	 sectional	 analysis	 was	
undertaken.	 Similarities	 and	 differences	 were	 identified	 and	 themes	 grouped	
together	(Braun	&	Clarke,	2006).	
 












The final opportunity for analysis.Selection 
of vivid, compelling extract examples, final 
analysis of selected extracts, relating back 
of the analysis to the research question 
and literature, producing a scholarly report 
of the analysis.
Checking if the themes work in 
relation to the coded extracts 
(level1) and the entire data set 
(level 2),generating a thematic 
'map' of the analysis.
Ongoing analysis to refine the 
specifics of each theme, and the 
overall story the analysis tells, 
generating clear definitions and 
names of each theme.
Collating codes into 
potential themes, 
gathering all the data 
relevant to each theme. 




with the data 
Generating 
initial codes 
Start identifying preliminary codes, the features 
of the data that appear interesting and 
meaningful. These codes are more numerous 
and specific than themes, but provide an 
indication of the context of the conversation.
Transcribing data, reading and 
re-reading the data,, noting down 
initial ideas 
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4.12 Researcher position and reflexivity and theoretical framework 
I	 am	 a	 clinical	 psychologist	with	 a	 background	working	 in	 child,	 adolescent	 and	
family	mental	health	services.	I	am	a	relatively	new	researcher,	having	worked	for	
three	years	on	other	research	projects	before	undertaking	my	own	PhD	research.	
I	 have	 attempted	 to	 use	 critical	 reflexivity,	 defined	 by	 Dowling	 as	 “a	 process	 of	
constant,	 self-conscious	 scrutiny	 of	 the	 self	 as	 researcher	 and	 of	 the	 research	
process.	In	other	words,	being	reflexive	means	analysing	your	own	situation	as	if	it	
were	 something	 you	were	 studying”	(Dowling,	 Lloyd,	&	 Suchet-Pearson,	 2015,	 p.	
34).	
Gender,	VSC	and	their	 intersections	with	 identity	combine	to	represent	a	socially	
contested	 space	 in	 society.	 Critical	 realism	 and	 feminist	 theory	 (Danermark,	
Ekstrom,	Jakobsen	&	Karlsson	2002,	Anderson	2017)	were	selected	as	appropriate	
theoretical	 frameworks	to	underpin	the	research,	because	I	wanted	to	facilitate	a	




clarify	 the	 themes.	 Reflexivity	 ensured	 that	 the	 research	 remained	 true	 to	 the	
participants’	voices	(Probst,	2015).	
I	 think	 this	 reflexive	process	has	been	helped	by	 the	practical	 partnerships	with	
Mani	 and	 the	 extended	 I/VSC	 community,	 who	 have	 provided	 feedback	 on	 my	
research,	 especially	 around	 safe	 and	 respectful	 processes.	 I	 have	 checked	 my	
potential	 biases	 with	 those	 with	 lived	 experience	 and	 sought	 direct	 feedback	
individually.	I	have	also	been	challenged	as	a	researcher	in	collective	settings,	such	
as	at	conferences/scientific	meetings.	









the	 LGBTTQIA+	 community	 has	 meant	 I	 have	 been	 exposed	 to	 a	 great	 deal	 of	
diversity	and	visibility.	However,	 the	 “I”	 representing	 intersex	has	been	 the	 least	
visible	and	at	times	is	treated	as	a	token.	I	am	aware	my	lived	experience	gives	me	




There	 is	 also	 a	 great	 deal	 of	 criticism	 by	 some	 intersex	 advocates	 (personal	





with	 LGBTTQIA+	 people	 due	 to	 their	 own	 homophobia	 	 and	 concerns	 about	 the	
potential	additional	stigma	association	could	cause.	














used.	The	 theoretical	base	of	 critical	 realism	was	 the	 framework	 for	 the	analysis	
findings.	 Critical	 reflexivity	 ensured	 that	 the	 research	 remained	 true	 to	 the	
participants’	voices	and	enabled	bias	to	be	identified	and	resolved.			
Chapters	 two	 and	 three	 provided	 the	 context	 for	 the	 research	 and	 this	 chapter	
explained	 the	methodology	and	methods	of	 the	 research.	The	next	 four	 chapters	
cover	the	findings	of	the	research.	I	start	in	chapter	five	by	presenting		the	health	
professionals	 perspective	 as	 this	 is	 the	 dominant	 discourse	 and	 the	 institutional	
setting	 which	 parents	 encounter	 when	 they	 have	 a	 child	 with	 a	 suspected	 VSC.	
Consequently,	 chapter	 six	 reports	 the	 data	 from	 parents	 as	 they	 are	 faced	 with	
decision	making	 for	 their	 children.	Chapter	 seven	 reveals	 the	perspective	 from	a	
young	person	 living	with	 a	VSC	 and	 the	 consequences	 of	 their	 health	 care.	 They	







“Land of the long white coat” 
Health Professionals perspective.  
“I feel a little bit damned if I do, damned if I don’t” 
5.1 Introduction 
In	 this	 chapter	 I	will	 provide	 the	 findings	 from	 the	 first	 and	 largest	 of	 the	 three	
participant	groups	(22	participants):	the	health	professionals	(HPs).	I	first	provide	






5.2 Sample  
HPs	included	DSD	specialists	from	the	areas	of	endocrinology,	paediatric	surgery,		
adolescent	gynaecology	and	allied	health	professionals.		
The	HPs	were	 interviewed	 between	 	 August	 2014	 and	November	 2016.	 The	HP	
specialists	 working	 in	 the	 area	 of	 DSD	 were	 located	 in	 Dunedin,	 Christchurch,	
Wellington	and	Auckland.	
The	various	HPs	included	paediatric	and	adult	endocrinologists,	paediatric	urology	





Figure 5:1 HP Sample  
 




this	 was	 what	 other	 participants	 were	 saying	 when	 asked	 that	 question.	 It	 was	










eased	 into	 more	 open	 engagement	 as	 the	 interview	 progressed.	 While	 each	




  All participants where parents except for one 
● 35-45yrs  N=10
● 46-55yrs  N=4
● 56-65yrs  N=5
● 66-75yrs  N=3
Age ranges
● NZ/European N=19

















practice.	 Others	 took	 a	 very	 commanding	 approach	 and	 at	 times	 responded	 in	 a	
















5.4.2 Difference and Clinical assessment  
















































The	 top	 priority	 was	 to	 check	 the	 child	 was	 not	 in	 immediate	 risk	 of	 any	 life-
threatening	complication,	e.g.	salt	wasting	congenital	adrenal	hyperplasia	(CAH)	or	




















5.4.4 Developing a clear plan  
The	next	priority	was	to	develop	a	clear	plan	for	treatment	and,	where	possible,	to	
include	the	parents/caregivers	in	that	process.	How	much	parent	involvement	was	
considered	desirable	varied	 from	HP	 to	HP	and	many	 factors	 influenced	 this,	 the	




guide	 parents,	 as	 that	was	 their	 job	 because	 they	 had	 	 the	 knowledge	 base	 and	
expertise.		
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Transparency	 when	 communicating	 with	 parents	 was	 seen	 as	 essential.	 Many	
emphasized	the	importance	of	being	clear.	Simplifying		very	complex	and	at	times	
medicalised	 language	 in	 ways	 that	 could	 be	 easily	 understood	 and	 digested	 by	
parents/caregivers	was	important.		
Often	HPs	would	use	 visual	 resources	 to	help	 explain	 the	way	babies	develop	 in	
utero	with	regards	to	sex	determination.	(see	example-figures	3:4	and	3:5)	
“I’ll	give	them	as	many	printed	resources	as	I’ve	got.	So,	there’s	






karyotype	 and	 this	 is	 the	 other,	 it’s	 a	 little	 bit	 like	we’re	 all,	
humans	 are	 computers	 and	we’ve	 got	 different	 software	 and	
different	hardware,	and	if	there	are	errors	along	the	way,	then	
you	 can	 get	 different	 combinations	 of	 things,	 but	 it	 doesn’t	





by	 the	HPs	 themselves.	Consequently,	HPs	often	went	over	and	above	what	 they	
might	usually	offer.	Many	would	give	their	emails	or	direct	dial	and	have	longer	and	
more	frequent	consultations	as	these	HPs	below	state.	
“I	 give	 them	 time,	 so	 that	 they	 can	 tell	 me	 what	 they’re	
struggling	with,	‘cause	sometimes	people…you	just	need	to	talk.	
And	 certainly…umm…a	 lot	 of	 the	 things	 that	 they’re	 dealing	
with,	 there’s	 a	 certain	 point	 where…I	 don’t	 have	 any	 magic	
answer	for	them;	I	don’t	have	a	pill	I	can	give	them,	that	takes	
away	 what	 they’re	 telling	 me…I	 can	 normalise	 what	 they’re	















5.4.5 Terminology  
Generally,	 the	 participants	 had	 no	 expectation	 of	 using	 such	 terms	 as	 DSD	 and	
intersex.	 These	 terms	were	 not	 spoken	 or	 even	 discussed	with	 patients	 in	most	














thing,	 …I	 want	 the	 majority	 of	 people	 to	 make	 a	 decision,	
‘cause	 you	 can’t	 keep	 everyone	 happy.	 And…I	 think	 it’s	






“I	 think	 D.S.D.	 is	 my	 preferred	 terminology,	 and	 I…again,	 I	



























A	 senior	 HP	 in	 their	 field	 outlines	 their	 understanding	 of	 terms	 in	 relation	 to	
advocacy	groups	such	as	Organisation	of	Intersex		International	(O.I.I)	and	Intersex	
Support	North	America(I.S.N.A).	Then	comments	how	doctors	are	perceived	as	“evil”	
when	 in	 fact	 they	are	sensitive	 to	parent’s	needs.	These	are	 long	quotes	but	 they	
represent	 the	 investment	 some	 HPs	 have	 in	 approaching	 collaboration	 and	 the	
investment	they	have	in	medical	classification.	
“So,	there	are	certain	extreme	groups,	like	O.I.I.,	who	don’t	like	
D.S.D.	 There	 are	 certain	 other	 intersex	 groups,	 and	 I	 know	
I.S.N.A.	was	 like	 that,	 it	didn’t	 like	 intersex.	So	O.I.I.	 insists	on	
intersex…	 I.S.N.A.,	who	 they’ve	 changed	 their	name	now,	 said	
don’t	like	that	name,	don’t	like	D.S.D.	much	either.	Umm…	the	











This	 HP	 ends	 the	 conversation	 by	 emphatically	 stating	 that	 VSCs	 are	 medical	
conditions	and	are	in	fact	disorders	and	it	is	“silly”	to	deny	this	fact.	
“the	 term	 D.S.D.	 is	 a	 good	 term	 in	 the	 sense	 that	 it…	 the	





is	 that	 they	are.	But	 that’s	not	how	we	put	 it	 to	 them,	or	 the	
family.	…	it’s	more	a	convenient	way	of	classifying,	which	I	think	
is	 very	 important,	 …	 and	 I’m	 quite	 resistant	 to	 changing	 it,	
because	 there	 is	no	proper	 term.	And	no	matter	what	people	
you	 talk	 to,	 C.A.H.	 hate	 the	 term…	 umm,	 intersex…	 as	 do	
Turner’s,	as	do	Klinefelter’s…	so…	and	they	don’t	mind	the	term	
D.S.D.,	 they	 think	 it’s…	see,	 I	know	the	Androgen	 Insensitivity	
Syndrome	Society	 in	 the	UK	 feel	 the	 term	D.S.D.	makes	sense,	
because	 it’s	 talking	 about	 an	 abnormality	 in	 the	 androgen	
receptor.	 So…	 I	 think	 what	 we’ve	 got	 here	 is	 a…	 a	 group	 of	
people	who	have	all	got	their	own	thoughts.	Some	of	them	are	
very,	very…,	angry,	and	are	looking	at	ways	of	expressing	that	
anger,	 and	 some	 of	 it’s	 about	 they	 see	 society	 labelling…	 or	




mutation	 with	 a	 disease	 associated,	 like	 C.A.H.,	 where	 you	




a…	 in	 an	 abstract…	 an	 oral	 presentation…	 talking	 to	 other	




and	 it	 should	 be	 replaced	 by	 intersex.	 I	 had	 equally	 strong	







and	 that	 the	 views	 of	 a	 few	 should	 be	 dismissed.	 However,	 there	 is	 little	 or	 no	
research	indicating	what	people	with	VSC	would	prefer.	Given	that	many	HPs	would	





It	 is	clear	 though	that	a	number	of	people	who	have	 lived	experience	do	 find	the	
terms	difficult	(3.6).	One	of	the	things	to	consider	in	this	debate	is	that	it	is	a	sensitive	
topic	 about	 a	 part	 of	 the	 body	 that	 most	 people	 consider	 private	 and	 deeply	
personal,	therefore	arguably	sensitivity	around	language	does	matter.		
Little	 understanding	 of	 the	 possibility	 of	 using	 	 less	 stigmatising	 language	 of	
difference	was	evident		e.g.	Atypical	or	variation	as	opposed	to	disorder	or	defect.	
5.4.6 Shared decision making 
The	 overall	 consensus	 was	 that	 decision	 making	 was	 generally	 shared.	 The	
participants	saw	their	responsibility	to	be	the	provider	of	clear	clinical	information	
and	 guidance,	with	 the	 parents	 or	 young	 person	 ultimately	 responsible	 for	 final	
decisions.	
The	 HPs’	 personal	 expectations,	 along	 with	 perceived	 expectations	 of	 their	
colleagues,	parents	and	those	affected,	had	enormous	impact	on	decision	making.	
Discomfort	and/or	avoidance	of	 the	discussion	of	complex	 issues	around	gender,	
body	 autonomy,	 sexuality	 and	 diversity	 were	 identified.	 HPs	 reported	 varying	
degrees	of	confidence	in	their	ability	and	or	comfort	in	discussing	such	issues.	
Communicating	effectively	about	these	issues,	especially	over	the	life	span,	was	seen	
as	 very	 challenging.	 At	 times	 unintended	 bias	 could	 limit	 provision	 of	 adequate	
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we	 can	 then	 use	 to	 look	 at	 outcomes.	 ‘cause	 unless	 you	 can	
recognise	them,	and	follow	them,	you	can’t	 look	at	outcomes.	





The	 same	 HP	 later	 says	 that	 decisions	 are	 “not	 really	 based	 on	 good	 science	 or	
outcomes”.	
“Well,	 the	 only	 thing	 we	 seem	 to	 be	 doing	 is	 making	 things	







“I	 think	 the	 complexity	 is	 when	we’re	making	 decisions…	 on	
behalf	of	our	child,	when	they	have	no	ability	to	help.	Ah,	once	







Below	 is	 one	 example	 of	 a	 discussion	 with	 parents	 regarding	 their	 3-year-old	











come	 out	 um…at	 least	 kind	 of	 by	 the	 time	 she’s	 30	 because	
they’re	 intra-abdominal	 and	 therefore	 there’s	 a	 risk	 of	
malignancy	so	you	need	to	explain	all	that	to	the	parents	but	
the	 risk	 is	 in	 adulthood	 and	 they	 can,	 they,	 so	 you	 know,	
probably	 previously	 they	 whipped	 them	 out	 as	 soon	 as	 they	










explained	 all	 of	 that	 to	 them,	 I	 fished	 out	 the	 parent	
information,	 gave	 that	 to	 them	 so	 that	 they	had	a	 chance	 to	
think	 about	 it	 and	 then	 I	 brought	 them	 back	 you	 know,	
relatively	soon	to	go	through	it	again	and	see	if	they’ve	made	a	






and	 allowing	 time	 for	 the	 parents	 to	 consider	 all	 the	 information	 and	 providing	

















information	 or	 is	 presenting	 the	 information	 in	 way	 that	 is	 biased	 or	 does	 not	













Table 5:1 Health professionals - elements of influence on decision making 
 
 
5.5.1 Recognition of the past  
Many	 HPs	 acknowledged	 the	 past	 history	 in	 relation	 to	 the	 care	 of	 those	 born	
VSC/DSD.,	 including	the	impact	that	John	Money’s	theory	had	over	many	decades	






was	 far	 reaching.	 The	 fact	 that	 Money	 was	 from	 Aotearoa/NZ	 was	 a	 powerful	
influence	on	the	participants.	
“Well	in	the	early	days	if	you	go	back	to	sort	of	the	Money	theory	
and	 there	 was	 a	 lot	 of	 emphasis	 put	 on	 whether	 males	 for	
example	would	have	adequate	genitalia	to	be	able	to	stand	and	
pass	urine	and	that	was	considered	quite	 important.	And	if	 it	
was	 felt	 that	 they	 weren’t	 able	 to	 be	 then	 it	 was	 more	
appropriate	 in	 that	 setting	 perhaps	 to	 raise	 them	 under	 the	
female	 gender.	 But	 over	 time	 that	 has	 changed	 considerably	






















In	 the	 next	 instance	 the	HP	 below	 explores	 the	 fact	 it	was	 not	 only	 the	 surgical	
intervention	 but	 the	 lack	 of	 support	 and	 bad	 practice	 and	 processes	 around	 the	
surgery.	It	 is	also	of	note	that	the	HP	draws	on	the	idea	that	being	different	from	
everyone	else	is	an	issue	and	the	question	is	how	is	difference	dealt	with.	In	the	past	
he	 indicates	surgery	was	seen	as	 the	answer	without	additional	 support.	The	HP	
then	states	prefixing	 it	with	 “hopefully”	 (similar	 to	 the	HP	above)	 there	 is	better	
management	now,	but	do	we	effectively	get	rid	of	the	surgery,	which	is	what	many	
people	with	lived	experience	advocate	for.			
“I	 understand	 that	 when	 there	 is	 an	 issue	 with	 trying	 to	
normalise	 everyone	 but	 there	 is	 an	 issue	 with	 growing	 up	











the	 never	 being	 told	what	was	 going	 on,	 being	 submitted	 to	
multiple	 examinations,	 parents	 being	 told	 not	 to	 tell	 them	
because	it’s	shameful,	and	so	the	psychological	burden	of	that	


















to	 be…	 and	 health	 professionals	 hopefully	 realise	 that	 it’s	
important	to	involve	patients	and	families	in	their	own	care	…	










in	 the	US	 is	 sort	of	 the	group	where	 it’s	ok	 to	be	neither	one	
























was	 no	 good	 answer…	 there	 was	 no	 right	 answer…	 but	 the	
worst	you	could	do	was	try	and	pretend	there	is	a	right	answer.	
And…	and	I	think	that	doctors	often	feel	like	they’ve	gotta	make	




































future	 expectations	 on	 the	 child	 for	 whom	 you	 are	 making	 the	 decision	 was	










but	 they	 will	 have	 expectations	 when	 they	 become	 an	 adult	
which	 have	 consequences	 based	 on	 decisions	 that	 are	 made	

















in	 how	 people	 think…you	 know,	 because	 they	 don’t	 think	
exactly	 like	 me.	 You	 know,	 ah…but	 it’s,	 I	 guess,	 no	 surprise,	
‘cause	 I	 guess	 in	 so	 many…areas	 of	 medicine	 and…and	 the	
world…we	have	different	ways	of	thinking	about	things	that	we	
take	for	granted…you	know,	where	it’s	very	obvious	that	we	all	






“…the	 thing	 is	 that	 you’re	 probably	 not	 going	 to	 get	 things	
100%	right	all	of	the	time	and	that’s	life,	it’s	not	100%	right	all	
the	time,	the	second	thing	is	that	there’s	no	rush,	so	taking	time	












There	 was	 strong	 heteronormative/cis-gendered	 theme	 that	 was	 reflected	 in	 a	
variety	of	 comments	made	by	HPs.	There	was	 a	 sense	of	 discomfort	 for	 some	 in	
raising	 issues	 around	 sexuality	 or	 responding	 to	 questions	 from	 parents	 about	














the	 gender	 binary	 version	 of	 what	 it	 is	 to	 be	 human.	What	 appears	 to	 be	more	
important	is	that	a	baby	is	a	typical	girl	or	typical	boy,	as	described	by	societal	norms	
and	in	turn	the	HP’s	norms.	We	are	all	affected	by	the	environments	we	come	from	
and	 live	 in	 and	 this	 goes	 not	 only	 for	 the	 parents	 of	 the	 child	 or	 young	 person	
presented	to	the	HP	but	the	HP	themselves.	Norms	are	therefore	powerful	elements	
of	influence	on	decision	making.	











“Availability	 of	 any	 psychological	 support	 as	 in	 professional	
psychologists,	 you	 know	 and	 getting	 that	 or	 trained	 social	































areas	 where	 they	 did	 not	 know	 how	 parents	 would	 receive	 the	 information.	 I	
wonder	if	the	difficulty	is	not	just	limited	to	the	patient	or	their		parent’s/caregiver’s	
reception	 of	 information	 that	 is	 perceived	 to	 be	 difficult	 but	 also	 the	 HPs	 own	
discomfort	in	delivering	that	information.	It	can	be	equally	challenging	for	some	HPs	



































Some	HPs	were	 aware	 of	 bias	 and	 stereotyping	 and	 felt	 that	 there	needed	 to	 be	

























I	 have	 already	 established	 there	 is	 little	 focus	 on	 such	 matters	 within	 medical	
training	and	unless	there	are	allied	health	professionals	like	a	psychologist,	social	
worker	 or	 nurse	 specialist	 involved	 it	 is	 unlikely	 that	 such	 processes	 would	 be	
raised.	
In	the	area	of	VSC/DSD,	where	navigating	decisions	can	be	extremely	complex,	it	is	
essential	 to	be	aware	of	how	bias	may	 interfere	with	decision	making.	There	 is	a	




diversity	 and	 the	 benefits	 derived	 from	 such	 diversity.	 However,	 diversity	 still	
requires	 the	 HP	 to	 demonstrate	 an	 understanding	 of	 what	 that	 means	 from	 a	
practical	point	of	view.		
5.5.6 Support  
HPs	 raised	 the	 issue	 that	 there	was	 generally	 a	 lack	of	 specialist	 support	 from	a	
psychological	perspective,	many	stating	 that	 there	were	 few	or	no	specialist	care	
providers	who	 had	 specialist	 training	 in	 understanding	 VSC/DSD.	 This	 lack	 of	 a	
practical	resource	was	seen	as	a	consequence	of	us	being	a	small	nation	with	a	small	
number	 of	 people	 affected	 and	 wide	 range	 of	 DSD/VSC	 presentations.	 The	 low	
numbers	of	VSC/DSD	presentations		mean	that	there	would	not	be	enough	of	a	case	
load	to	warrant	such	specialists	unless	there	was	a	national	centre	for	DSD/VSC.	
“I	 would	 like	 to	 be	 able	 to	 support	 them	 much	 more…	 the	
fundamental	answer	is	that	there	is	certainly	a	service	gap	that	










Many	did	 have	 some	profession-specific	 paper	 resources	 such	 as	 the	Australasia	
Paediatric	Endocrine	Group	booklets	on	CAH	and	hormones.		
5.5.6.1 Consequence of lack of specialist support  
There	was	concern	that	there	was	,	at	best,	very	limited	support	but	more	commonly	
no	 support	 at	 all	 for	 parents	 and	 young	 people.	 Often	 they	 had	 to	 resort	 to	 the	
internet,	 which	 was	 problematic	 for	 many	 HPs.	 Many	 HPs	 felt	 internet-based	
support	groups,	especially	those	driven	by	people	with	lived	experience,	who	had	
become	 advocates,	 was	 often	 unhelpful.	 They	 also	 thought	 that	 these	 websites	
presented	a	biased	point	of	view,	that	was	often	based	on	personal	experience	of	
treatment	 protocols	 no	 longer	 current.	 Therefore,	 it	 was	 not	 the	 ‘right’	 support.	
There	was	concern	the	sites	would	be	misleading	and	too	much	for	parents	and/or	












parents	 mis-information,	 not	 deliberately	 but	 they	 were	
combining	all	DSDs	together	as	if	it	was	the	one	disease	when	
it’s	actually,	the	implications	of	each	is	actually	quite	different	

































actually	 turned	 to	 custard…you	 take	 somebody	 out	 of	 their	
environment...	you	take	them	up	there	as	if	you’re	going	to	fix	it	
all	 overnight	 and	 I	 think	 learning	 from	 that	 you	 realise	 that	
that’s	not	going	to	be	the	answer.”	
HP2	
































there	 is	 not	 nearly	 enough…	 umm,	 long-term	 outcome	 data.	
And	 that	 is	 what	 we’re	 working…	 one	 of	 my	major	 goals	 in	
A.P.E.G.	 is	 to	 set	 up	 a	 database	 that	we	 can	 actually	 look	 at	
outcomes.	So,	we	can	follow	these	kids	in	20	years’	time,	we	can	
actually	 look,	 and	 start	actually	getting	an	understanding	of	





These	 six	 elements	 of	 influence	 on	 decision	 making	 indicate	 the	 complexity	 of	
working	in	this	area	as	a	HP.	In	the	absence	of	good	outcome	data,	many	influences	
not	based	on	the	usual	rigor	of	evidence	are	impacting	on	decision	making	such	as	
bias,	 norms,	 expectations,	 lack	 of	 both	 support	 and	 communication	 skills.	 This	
segues	 into	 the	next	 section	which	discusses	decision	making	specifically	around	
genital	surgery.	







5.6.1 The conservative view  
There	were	some	surgeons	who	had	a	more	conservative	approach	to	appearance-
based	genital	surgery.	One	surgeon	who	took	a	more	conservative	view	made	this	
comment	 about	 early	 surgery	 for	 clitoral	 reduction	 on	 infant	 girls	 with	
clitoromegaly	(i.e.	enlarged	clitoris).	
“It’s	 not	 routinely	 done,	 no,	 no,	 this	 is	 where	 we’re	 different	
here,	well	at	least	I’m	different	from	say	(a	specialist	surgeon)	






“I	 think	 infant	 surgery	 to	make	 things	cosmetically	 clear	one	
way	or	another	is	wrong,	yeah	it’s,	you	know	any	operation	on	
a	small	person	has	to	be	done	with	a	very	robust	justification	





































could	 decide	 for	 themselves.	 He	 suggested	 that	 there	 could	 be	 support	 given	 to	








“I	 would	 say	 to	 them	 that	 the	 majority	 of	 decisions	 and	










other	 people’s	 genitals	 look	 like	 and	 now	 with	 the	 internet,	
there’s	 a	 greater	 and	 wider	 variance	 in	 what’s	 normal	 and	
what’s	 expected	 so	 I	 think	 there’s	 a	 great	 change.…So	
expectations	 of	 function	 and	 outcome	 and	 aesthetic	
appearance	are	very	high	but	I	think	that’s	driven	up	standards	
to	 a	 certain	 degree	 and	 outcomes	 are	 now	 looked	 at	 in	 fine	
detail	and	are	presented	at	national	meetings	on	technique	and	
coverage	and	you	notice	 that	 there	 is	a	difference	across	 the	
world	 in	 technique	 and	 coverage	 but	 with	 medicine	 moving	
forward,	 international	 meetings,	 internet,	 shared	 discussion	
groups	 and	 connectivity	 between	 groups	 performing	 the	













that’s	 the	 difference	 now	 that	 it’s	 becoming	 a	 little	 bit	more	





5.6.2 In favour of early surgery  










but	 a	 bit	 more	 female	 orientated	 than	 male	 orientated,	
generally.	Umm…	but…	but	 those	other	 things	 set	aside,	 they	
identify	 as	 female.	 And	 so,	 to	 my	 mind,	 normalising	 the	
genitalia…	so	long	as	you	don’t	take	away…	umm,	sensation…	
and	 the	 new	 surgeries	 don’t	 do…	ah,	 are	 very	 good	 at	 doing	








“…the	 mothers’	 comment	 was	 gender	 is	 fluid;	 and	 it	 doesn’t	




a	 vaginoplasty	 and	 a	 clitoroplasty,	 and	 they	 don’t	 want	
that…they’re	happy	 to	have	 the	vaginoplasty,	and	 that’s	part	
of…	you	know,	 to	 for	women’s	health,	 the	vagina	needs	 to	be	
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reduces	when	the	C.A.H.	 is	well	treated,	so	 it	 looks	small.	And	
they’ve	already	seen	that	 in	 this…	 in	 this	 little	girl,	…	 it’s	 just	
their	 beliefs,	 that	 they	 don’t	 think…	 you	 know,	 that’s…	 every	
woman	 is	 slightly	 different,	 and…they	 just…	 they	 just	 both	











This	 demonstrates	 the	 complexity	 of	 this	 HPs	 views	 on	 one	 hand	 they	 are	
recommending	 the	 option	 of	 genital	 surgery	 but	 on	 the	 other	 hand	 are	 relieved	
when	the	parents	are	happy	to	accept	a	child	who	does	not	look	“100%	normal”.	It	
appears	 that	 there	 is	 an	 assumption	 that	 heterosexual	 parents	 would	 be	 less	




5.6.3 Gender and genital surgery 
There	appeared	to	be	gendered	response	to	genital	surgery.	The	opinion	that	young	
boys	 should	 have	 surgery	 for	 hypospadias	was	 held	 but	 that	 there	would	 be	 no	










in	 the	 quote	 above,	 however	 when	 asked	 about	 reducing	 a	 large	 clitoris	 it	 was	
seemed	more	difficult	 to	 tolerate	a	girl	with	an	enlarged	clitoris/phallus.	When	 I	
asked	 one	 HP	 who	 had	 commented	 on	 both	 as	 to	 why	 there	 was	 a	 difference	
between	the	situation	of	a	boy	with	a	micro	penis	and	a	girl	with	an	enlarged	clitoris,		
they	responded	by	simply	saying	the	following:-	


















imagine	 that	 a	 female	 child	may	have	what	 some	would	 consider	masculine	 like	
genitals	as	they	would	be	unbecoming	for	a	female.	
5.6.4 Surgical dilemmas -two case examples  
In	this	next	section	two	specific	cases	are	discussed	to	highlight	the	complexities	of	
decision	 making	 in	 this	 area	 and	 how	 the	 HP	 responds	 has	 far	 reaching	
consequences.	
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stuff	 but	 she	 had	 quite,	 I	mean	 I’m	 gonna	 say	 large	 but	 not	
abnormally	large	labia	and	she	hadn’t	grown	into	them	'cause	
she	was	just	a	little	wee	tiny	thing	and	she	had	this	very	pale	
skin	 and	 she	 had	 very	 browny,	 you	 know	 so	 the	 girls	 were	
calling	 her	 lips…isn’t	 that	 terrible?,	 so	 she	was	mad	 keen	 on	
having	a	labia	reduction	and	she	did	end	up	having	one	in	the	
end,	I’m	pretty	sure	she	did	once	everything	else	was	sorted	out	



















5.6.4.2 Case two 
This	next	case	involves	an	HP	who	was	discussing	operating	on	a	teenager	(14	or	15	
years	 old)	 who	 has	 CAH,	 the	 young	 women’s	 mother	 was	 present	 at	 the	
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consultations.	 There	 were	 issues	 of	 incontinence	 and	 “urinary	 trapping”	 and	
because	the	young	person	wanted	to	be	able	to	use	a	tampon,	she	wanted	her	vagina	


























the	 referral	 had	 sort	 of	 spelt	 out	 that	 she	 didn’t	 want	 to	 do	
anything	about	that,	I	thought	well	 it’s	a	 little	bit	of	a	shame	


























with	 the	 client	 had	 on	 her,	 in	 that	 after	 seeing	 him	 she	 then	 came	 back	 with	 a	
decision	to	change	her	clitoral	hood	having	previously	being	adamant	that	she	did	
not	want	it	altered.	Of	course,	it	is	entirely	possible	this	young	woman	did	change	
her	mind	 of	 her	 own	 accord	 after	 getting	 the	 information	 from	 the	 surgeon	 but	
equally	it	is	possible	that	the	way	her	surgeon	communicated	with	her	about	options	





“…by	 the	 time	 you	 talk	 to	 the	 surgeons	 they…	 generally	will	
wanna	do	some	surgery,	you	know,	…so	I’d	try	and	keep	them	
away	 from	 the	 surgeons	 until	 myself	 and	 the	 family…know	
what	we’re	doing.	And	then	once	 that’s	happened,	 I’d	get	 the	
surgeons	 involved,	 ‘cause	 then	we’re…to	 essentially	 tell	 them	
what	we	would	like	to	do,	and	then	they	will	do	it.	…ideally	the	
surgeons	would	be	involved	in	a	multi-disciplinary	team	right	
from	 the	 start,	 but	 I	 wouldn’t	 wanna	 give	 them	 free	 rein,	











5.6.4.3 To say or not to say? 
One	 question	 raised	 is	 how	 a	 HP	 comments	 that	 an	 individual’s	 genitals	 will	








don’t,	 that’s	a	bit	of	a	dilemma.	Do	you	point	 it	out?	You	 see	
some	HPs	would	be	more	 likely	 to	 say	 you	have	an	 extended	
clitoris,	and	I	think	it	was	about	four	centimeters,	so	it’s	quite	
extended.	She	just	accepted	it	as	part	of	her	body	and	she	didn’t	
know	 it	was	 different	 and	 her	 boyfriend	who	was	 one	 of	 the	





















scary…ah…where	 there	 is	 a	 bit	 more	 uncertainty	 than	 that	






the	 case	 with	 cloacal	 exstrophy.	 There	 are	 of	 course	 issues	 around	 what	 is	
considered	to	be	surgery	to	assist	with	function	or	form	(appearance	only),e.g.	with	
hypospadias	some	would	argue	that	is	about	helping	the	child	to	urinate,	prevent	









“I	 think	 the	 whole	 thing’s	 a	 bit	 of	 a	 minefield	 because	
we’re…sometimes	I	feel	a	little	bit	damned	if	I	do,	damned	if	I	
don’t,	 because	 I’m	 gonna…if	 I	 do	 what	 they’re	 saying…and	
essentially	we	don’t	do	much	at	all…and	we	go	 for	very	 little	
intervention,	I	think	there’ll	be	quite	a	number	of	people	who	
will	 then	 come	 back	 to	 us,	 and…are	 gonna	 be	 upset	with	 us.	
‘Cause	there’s	a	whole	group	that	are	not	vocal	at	the	moment,	
who	 are	 saying	 nothing,	 because	 they’re	 actually	 relatively	
happy…and	there’s	a	group	that	aren’t	happy,	who	are	vocal.	
Well,	we’re	just	gonna	turn	them	around,	and	in	20	years	we’ll	
have	 the	 other	 guys	 who	 are	 now	 not	 vocal,	 they’re	 gonna	
 156	
complain	and	they’re	gonna	say	why	didn’t	you	do	something?	
I	 went	 through	 my	 teenage	 years…with	 this	 abnormal	
genitalia…why	did	you	do	that	to	me?	You	could	have	just	done	
surgery.	You	know…and	the	other	people…you	know,	the	other	






viewpoint	 and	 the	 second	more	 in	 favour	 of	 surgery	when	discussing	what	 they	
would	do	if	the	patient	were		their	own	child.	
“You	know,	my	goodness	me,	 the	 answer’s	 different	 to…if	 it’s	



















The	 six	 main	 Influences	 on	 decision	 making	 included	 recognition	 of	 the	 past,	





HPs	 themselves	 ended	 up	 filling	 the	 gap.	 Many	 wanted	 better	 resources	 and	
specialised	 psychological	 support	 as	 internet-based	 	 resources	 were	 seen	 as	
potentially	more	harmful	than	helpful.	
Ideally	 a	 national	 center	 would	 be	 established	 incorporating	 specialist	 services	














be	 more	 self-reflective	 of	 their	 practice,	 wanting	 to	 encourage	 a	 self-agency	
orientated	approach,	supportive	of	bodily	autonomy	for	their	patient.		This	meant	
all	 decision-making	 pertaining	 to	 appearance-based	 intervention	was	 left	 until	 a	
young	 person	 was	 able	 to	 make	 decisions	 for	 themselves.	 These	 HPs	 showed	
awareness	of	the	issues	raised	by	those	with	lived	experience	and	their	expressed	
right	to	bodily	autonomy.	







Is it a boy or a girl? 
Parents’ perspective 
“the power of expecting normality” 
6.1 Introduction 
In	 this	 chapter	 I	 introduce	 the	 findings	 from	 the	 analysis	 of	 interviews	with	 18	
parents	from	13	families	who	all	have	children	with	VSC/DSD.	I	first	provide	some	




making	as	reported	by	 the	parents,	on	which	many	of	 the	 themes	 impact.	 In	 this	
section,	I	present	two	case	examples	that	focus	on	genital	surgery,	as	I	did	for	the	
HPs	(see,	5.6.4),	given	this	is	an	area	of	contention.	
6.2 Parent sample 
There	were	13	families	where	one	or	both	parents	agreed	to	be	interviewed,	and	18	
parent	participants	in	total.	Eight	interviews	were	with	one	parent	only.	They	were	
all	 female.	 This	 was	 largely	 due	 to	 availability	 and	 timing.	 Nine	 couples	 were	
married,	and	four	were	in	de	facto	relationships.	Six	families	were	from	the	South	
Island,	two	from	small	towns	and	four	from	main	centres.	The	other	seven	families	




a	baby	with	CAH.	 	 I	approached	that	couple	and	they	agreed	to	participate	 in	the	






6.2.1 Parents’ patterns of engagement  
Many	of	the	parents	commented	that	they	were	glad	to	take	part	in	the	study,	and	






others	 reflecting	 on	 their	 experiences	 raised	 issues	 of	 frustration	 and	 concerns	
about	the	health	system	and	the	care	they	received.	They	were	very	pleased	that	the	
research	was	 happening	 and	were	 hopeful	 it	would	 create	more	 awareness	 and	
effect	some	change.		
 
Figure 6:1 Parent sample 

















● 2 United Kingdom 
● 15 NZ European
     Recruitment was through health professionals except for one couple which was via a friend 
Children's Diagnosis
● Congenital Adrenal Hyperplasia N=5
● Severe Hypospadias N=3
● Partial Androgen Insensitivity Syndrome N=3
● Complete Androgen Insensitivity Syndrome N=1
● Cloacal Anomaly N=1
● Turner Syndrome N=1
● Unspecified DSD N=1











Table 6:1 Parents interviewed and details of their children’s variation. 
Parents 
Interviewed 
Children with VSC/DSD diagnosis and age at time of 
parent interview  
A Parent 1-father  
Parent 2-mother 
Two teenage boys with PAIS 
Diagnosed at birth 
B Parent 3-mother  
Parent 4-father  
Two girls with CAH ages,2 and 5 
Diagnosed at birth 
C Parent 5-mother One son aged 5 with severe hypospadias 
Diagnosed at birth  
D Parent 6-mother One son aged 4 with severe Hypospadias  
Diagnosed at birth 
E Parent 7-mother  
Parent 8-father 
Two children, one boy aged 6 with PAIS. Diagnosed at birth 
One teenage girl with CAIS. Diagnosed as a teenager 
F Parent 9-mother  
Parent 10-father 
Daughter with CAH aged 12  
Diagnosed at birth 
G Parent 11-mother Daughter with Cloacal anomaly  
Diagnosed at birth 
H Parent 12-mother Daughter with Turner Syndrome aged 17  
Diagnosed at 16 
I Parent 13-mother Daughter with Denys Drash aged 9  
Diagnosed at birth  
J Parent 14-mother  
Parent 15-mother 
Daughter with CAH aged 2 years  
Diagnosed at birth 
K Parent 16-mother Daughter with CAH aged 8 
Diagnosed at birth 
L Parent 17-mother Son with severe hypospadias aged 2 
Diagnosed at birth 
M Parent 18-mother Son aged 3 with micro penis and additional unknown DSD/VSC 
Diagnosed at birth 
N Parent feedback  
from the intersex  
roundtable 
Adult daughter and son with CAH  
Diagnosed at birth 
 
6.3 Initial disclosure  
Most	parents	reported	that	receiving	the	diagnosis	that	their	child	had	a	VSC	was	a	
shock,	though	they	were	eventually	able	to	accept,	adapt	and	find	a	way	forward.	
This	 sometimes	 involved	 surgical	 intervention.	This	 intervention	was	most	often	
























	FP	 9-mother	 “She	 just	 had	 an	 enlarged	 clitoris…which	 is	



















































things	 happen	 to	 people	 and	 aren’t	we	 lucky	 that	 this	 is	 the	
thing	that’s	happened	for	us	at	this	stage	and	it	isn’t	anything	




However,	 parents	 came	 to	 terms	 with	 the	 diagnosis	 for	 their	 child,	 	 the	 next	
challenge	for	many	was	having	to	face	other	people	and	inform	them	that	their	child	
had	a	VSC.	
6.3.2 What will others think? 



































Overall,	 once	 parents	 had	 worked	 through	 in	 their	 own	 minds	 their	 perceived	
reactions	of	others,	 they	could	generally	 find	a	way	to	 let	people	know	that	 their	
baby	was	born	and	to	communicate	that	their	child	had	a	VSC/DSD,	even	if	they	were	
uncertain	 of	 the	 sex.	 The	 next	 section	 discusses	 how	 parents	 then	 navigated	 to	
whom,	when	and	how	they	would	disclose	their	child’s	variation.	
6.3.3 Disclosure to others 
One	 tension	 that	 had	 to	 be	managed	was	whether	 the	 disclosure	 of	 their	 child’s	
variation	was	to	be	seen	as	a	secret	or	private	and	when	it	should	be	communicated	
to	others.	Most	parents	were	open	with	close	family	and	some	friends.	This	father	


























6.3.4 Disclosure to the child  
Parents	also	had	to	navigate	the	task	of	talking	to	their	child	about	their	variation	
once	they	reached	a	certain	age.	This	was	very	challenging	for	some	parents,	and	
they	 	varied	 in	how	 they	managed	disclosure,	 some	 finding	 it	 easier	 than	others.		








despising	 us	 because	we	 tried	 to	 hide	 it	 from	him,	 to	me	 it’s	
along	 the	 same	 lines	 as	 adoption,	 you	 know	 you’ve	 gotta	 be	





























who	experienced	guilt	were	 able	 to	 resolve	 these	 feelings.	However,	 one	mother	







































with	 HPs.	 Some	 parents	 strongly	 expressed	 a	 need	 for	 greater	 sensitivity	 and	
awareness	 in	 the	way	HPs	communicate,	whilst	others	commented	that	 they	had	
some	excellent	communication	from	HPs,	as	was	the	case	in	the	next	quote.	
“I	 know	 he	 found	 it	 quite	 anxiety	 producing	 going	 to	 the	






an	 excellent	 communicator.	 The	 family	 were	 reluctant	 to	 be	 referred	 to	 adult	
services	for	fear	they	would	not	get	the	same	level	of	communication	as	they	had	
experienced	poor	communication	from	HPs	based	in	adult	services.	
6.5.1 Evidence for change  
The	interview	data	indicates	several	reasons	why	there	is	a	need	for	change	in	the	
way	 HPs	 communicate	 with	 their	 patients.	 A	 number	 of	 parents	 reported	
experiencing	stress	and	at	times	anger	as	a	result	of	poor	communication	skills	of	





what	we	had	named	our	baby	girl	and	he	was	 talking	 to	 the	

























women	 with	 clitoris’	 don’t	 have	 orgasms,	 some	 women,	 so	 I	
don’t	know	but	yeah…so	that’s,	that’s	where	it	was	left…”	
FP	9-mother			




























It	 got	worse	 for	 this	 family	 as	 they	 raised	 a	 concern	 that	 their	 daughter	 had	 no	
vaginal	opening.	The	endocrinologist	said	that	was	not	the	case	and	had	wanted	a	
catheter	inserted.	This	could	not	be	done	as	their	daughter	had	no	vaginal	opening	
and	 it	 was	 very	 distressing	 for	 the	 baby	 and	 the	 parents	 as	 the	 procedure	 was	
attempted.	The	family	asked	for	another	endocrinologist.		














































bag	 and	 was	 much	 happier.	 The	 issues	 of	 agency	 and	 bodily	 autonomy	 are	
underscored	 by	 the	 experience	 of	 this	 mother	 and	 	 daughter.	 The	 surgeon	 was	
clearly	 wanting	 to	 support	 this	 young	 woman	 so	 that	 she	 could	 have	 rectal	
functioning	 	as	close	 to	 “normal”	as	possible.	This	would	enable	her	 to	avoid	 the	
embarrassment	of	 the	colostomy	bag.	However,	 the	surgeon	missed	the	essential	






communicate	 clearly	 and	 give	 full	 information	 was	 noted	 by	 some	 parents	 as	
especially	 challenging.	 Some	 parents	 felt	 they	 got	 better	 communication	 and	
information	from	nurse	specialists.	
“The	nurse	specialist.	yeah	but	that	might’ve	been	what	her	job	
was,	 you	 know	 ‘cause	 they’re	 (the	doctors)	 busy	but	 she	was	










their	baby.	 In	 this	next	situation	the	parent	was	 left	wondering	after	giving	birth	
what	was	happening	as	no	one	said	anything	for	some	time.	The	mother	gives	an	
account	of	what	she	wished	they	had	said	and	what	was	actually	said:		
“even	 if	 they	 said	 look	 you	know,	we’re	not	100%	certain	on	
baby’s	gender,	we’ve	got	you	know,	one	of	the	...yeah,	we’ve	got	
an	endocrinologist	coming	to	see	you	in	the	morning	but	you	







	AP	1-father-“he	 didn’t	 really	 talk	 to	 {my	wife}	 that	well,	 he	
talked	to	me	but	he	talked	badly,	he	talked	past	{my	wife}	like…		










before	 and	 I	 thought	 for	 an	 endocrinologist	 who	 had	 never	





This	 highlights	 the	 ongoing	 education	 around	 current	 terminology	 for	 HPs	 in	
relation	to	gender.	The	lack	of	such	knowledge	can	clearly	affect	the	way	a	parent	
views	their	HP	and	the	confidence	they	have	in	them.		
6.5.2 Facilitating shared communication  
Some	parents	wanted	to	have	a	communication	with	all	the	specialists	involved	in	
their	 child’s	 care	 to	 facilitate	 sharing	 of	 information	 and	 provide	 a	 space	 to	 ask	












a	 number	 of	 meetings	 with	 our	 endocrinologist	 during	 that	
journey	 'cause	 I	 couldn’t	 understand,	 like	 I	 needed	 to	
understand	 more	 deeply	 what	 was	 going	 on	 and	 I	 also	 was	
asking	the	question	well	what	if	{my	son}	isn’t	male	and	what	if	
{he}	 decides	 as	 a	 young	 person	 that	 he	 likes	 his	 ambiguous	
genitalia	so	it	was,	you	know	I	was	asking	questions	that	they	
were	 quite	 uncomfortable	 with,	 some	 of	 the	 health	












suggested	 for	 their	 son.	 The	 parents	 felt	 the	 surgeon	 recommended	 the	 young	
mother	 to	 them	 as	 she	 had	 not	 questioned	 the	 surgeon’s	 treatment	 plan	 and	








“(The	surgeon	was)	really	difficult	 to	 talk	 to,	 like	we	wrote	a	
letter	to	him	with	questions	and	stuff…they’re	not	very	good	at	







patronising	 but	 they	 were	 pretty	 much	 saying	 look	 (DP	 6-
mother),	you	know	lots	of	kids	get	this	surgery,	it’s	not	that	big	




6.5.2.1 Asking questions  
These	parents	struggled	to	get	opportunities	 to	ask	questions	and	when	they	did	
they	felt	they	did	not	get	answers.	They	felt	that	asking	questions	was	somehow	seen	






















repaired	 so	 he	 could	 have	 a	 penis	 that	 was	 functional	 and	 looked	 normal.	 The	
parents	reported	they	just	wanted		the	surgeon	to	take	the	time	to	listen	and	answer	
their	concerns	in	a	more	constructive	manner.	This	was	in	the	hope	of	creating	a	




discuss	 such	 complex	 and	 personal	 issues.	 The	 surgeon	 above	 may	 have	 been	
concerned	an	open	dialogue	may	result	in	a	delay	or	no	surgery.	Given	no	surgery	
was	not	what	 the	surgeon	had	recommended,	 they	chose	 to	avoid	answering	 the	
parents’	 questions.	 The	 result	 of	 this	 was	 that	 the	 	 parents	 were	 left	 feeling	
frustrated,	uncertain	and	guilty	for	not	doing	what	“was		best	“	for	their	child.	
This	is	an	example	of	the	power	HPs	hold	through	the	way	they	choose	to	share	or	
withhold	 information.	The	consequence	of	 this	power	 imbalance	 	 is	 that	 	parents	
struggle	to	get	the	information	they	need	in	order	to	make	fully	informed	decisions.			
























and	 he	 said	 she’s	 got	 his	 thing	 called	 congenital	 adrenal	
hyperplasia,	blah	blah	blah	and	he	explained	a	little	bit	about	




These	 examples	 above	 attest	 to	 the	 importance	 of	 good	 communication	 and	 the	
power	that	HPs’		words	have,	especially	in	relation	to	a	child’s	future	and	the	cost	
and	benefits	of	treatment	options.	
6.6 Norms: conform or disrupt  

































6.6.1 Conforming to the norm  































an	 example	 of	 their	 parents	 struggling	 with	 their	 granddaughter	 playing	 with	
stereotypically	“boy”	toys	or	having	interests	they	perceived	to	be	stereotypically	
male.	The	parents	reported	that	their	grandparents		gave	the	parents	advice	about	
directing	 the	 children	 to	 more	 feminine	 activities.	 Additionally,	 they	 gave	 the	
grandchildren	 “correctional”	 toys	 they	 believed	 were	 more	 suited	 to	 their	
grandchild’s	gender.	












doubt	 they	were	 taking	 the	 right	 approach	when	 they	 allowed	 their	 daughter	 to	
express	her	interests	in	the	form	of	what	she	liked	rather	than	what	she	should	like.		
6.6.2 Disrupting the norm  
By	contrast,	some	parents	shifted	their	idea	of	what	was	“normal”	in	relation	to	how	
their	child	might	be	in	the	future	by	rejecting	“the	norm”	and	creating	a	new	norm	









“Yeah,	 I	 mean	 I	 don’t	 think	 people	 would	 ever	 say	 anything	
'cause	 you	 know,	 yeah	 I	 mean	 like	 even	 now	 he	 still	 looks	
different	 and	 you	 know,	 we	 go	 swimming	 and	 we’ve	 been	
swimming	this	morning	and	{our	son},	I	take	his	nappy	off	and	












need	 to	 impact	 them	psychologically	 if	 they	were	 accepted	 as	normal	within	 the	
family	and	hopefully	in	their	community.		
6.6.3 Redefining “normal”  
Some	parents	changed	their	world	view	to	be	more	inclusive	of	diversity	as	a	result	
of	their	child’s	variation.	In	particular,	two	fathers	recalled	how	they		had	previously	
had	a	 “narrow”	view	of	 the	world	 regarding	sex,	gender,	gender	stereotypes	and	
sexuality.	This	next	quote	is	one	father’s	recollection	of	how	being	a	parent	of	two	
daughters	with	CAH	meant	 he	was	 forced	 to	 revaluate	 how	he	 looked	 at	 gender	
stereotypes	and	sexuality.	
BP	 4-father	 –“My	 Pentecostal	 charismatic	 Christian	
upbringing,	yeah	(laughter),	yeah	yeah,	I	mean	and	yeah	that’s	
part	of	I	s'pose	you	know	for	me	and	one	of	the	things	for	me	I	





more	 in	 our	 feeling	 like	 actually	 she’s	 allowed	 to	 play	 with	
whatever	she	wants,	you	know	don’t	stigmatise	her	play,	she’s	
fine.	There	 isn’t	real	normal,	we’re	all	completely	unique	and	

























for	 having	 this	 condition	 in	 a	 way	 for	 opening	my	 eyes	 and	
making	me	so	much	of	a	better	person	as	such,	you	know	'cause	
{my	wife}	and	I,	we’re	completely	different,	you	know	and	that’s,	













possibility	 that	 their	children	may	grow	up	to	be	gay	or	 to	question	their	gender	
identity	meant	these	issues	came	into	their	own	orbit	as	parents	by	making	these	
relevant	and	personal.	They	were	able	to	be	more	“open”	and		“better”	people		as	a	
result.	 I	would	 assert	 that	while	 no	 one	 knows	 or	 can	 predict	what	 their	 child’s	
sexuality	 or	 gender	will	 be,	 having	 to	 think	 about	 these	possibilities	 and	discuss	
them	has	meant	these	fathers	have	made	a	shift	to	be	more	aware	and	inclusive	in	
their	 lives	 in	general.	More	importantly	they	will	be	able	to	 join	their	partners	 in	
offering	a	supportive	and	non-judgmental	environment	for	their	children	no	matter	
who	they	decide	to	form	relationships	with.	

























'cause	 once	 we	 start	 judging	 them,	 that’s	 when	 they’ve	 got	




6.7 Bias  





DP	6-mother	 -“I	 think	 there’s	a	 lot	of	 learning	 that	needs	 to	

































This	 mother	 went	 on	 to	 specifically	 comment	 on	 the	 medical	 bias	 around	
hypospadias	and	mentioned	how	it	was	important	for	a	boy	to	be	able	to	urinate	
standing	 and	 it	 was	 like	 their	 life	 depended	 on	 it.	 This	 parent	 articulates	 the	
difficulty	of	“navigating”	such	a	situation	and	discusses		how	the	opportunity	to	have	






we’re	 operating	under,	 it’s	 not	 ours	 so	we’ve	got	 to	navigate	
through	their	model	which	is	kind	of	not	working	really	and	is	










The	role	of	advocates	 for	parents	(and	arguably	 for	the	child)	 in	presenting	 lived	
experience	can	be	an	key	for	some	families,	and	would	have	helpful	for	this	mother.		
Another	 mother	 recounted	 the	 concern	 she	 had	 around	 both	 her	 husband	 and	
younger	son	pressuring	her	oldest	son	to	have	his	breasts	removed	because	of	their	
biased	 view	 of	 what	 a	 young	 man’s	 chest	 should	 look	 like.	 The	 situation	 was	
exacerbated	by	the	plastic	surgeon	exclaiming	that	he	had	never	seen	such	growth	
in	 a	 young	 man	 (and	 had	 not	 read	 the	 notes	 that	 their	 son	 had	 PAIS).	 The	
combination	of	 the	perceived	bias	 from	the	male	doctors	and	males	 in	his	 family	
meant	that	this	mother	was	concerned	her	oldest	son	would	feel	pressured	into	a	
surgery	he	was	not	sure	he	wanted.	
“I	 was	 saying	 that	 I	 felt	 that	 (my	 oldest	 son}	 needed	 some	
psychological	support	around	that	because	I	actually	felt	that	
he	needed	to	be	sure	that’s	what	he	wanted	to	do	and	that	 it	
wasn’t	 our	 need...and	 not	 his	 and	 so,	 you	 know	 like	 my	
husband’s	need	was	yes,	he	needs	to	do	that	you	know	because,	
but	I	was	saying	to	my	husband	actually	that’s	your	need,	not	














and	 their	 career	 and	 their	 um,	 yeah	 just	 their	 job	 and	
professionalism	and	um,	whereas	for	you,	it’s	just	all	about	your	
child’s	best	interests,	that’s	all	we	care	about	so	yeah,	you	know	
that	 people	 like	 to	 feel	 important	 in	 their	 jobs	 I	 guess	 and	
there’s	a	range	in	the	hospital	but	some	people	are	much	more	
focussed	I	think	just	on,	well	I	think	lose	touch	a	little	bit	of	the	





family	 members’	 bias	 as	 to	 how	 genitals	 should	 look.	 For	 some	 parents	 such	
comments	were	upsetting,	especially	comments	that	suggest	the	child	will	not	be	
able	to	cope	with	being	different.	They	believe	it	is	their	child’s	body	and	that	having	







	just	 comes	 from,	…	 how	 {she	 is	 }	 gonna	 feel	 as	 she	 becomes	
more	aware	of	her	own	genitalia	and	how	 it’s	different	 from	
other	kids...”	














They	 plan	 to	 give	 their	 daughter	 strategies	 (e.g.	 like	 using	 a	 towel	 discreetly	 as	
mentioned	above)	to	maintain	privacy	for	herself.	
The	power	of	the	binary	and	the	pressure	to	be	“normal”	is	a	strong	factor,	and	in	
many	of	 the	cases	with	CAH	girls	 it	seemed	 incredibly	difficult	 for	parents	not	 to	
conform	 to	 these	 pressures	 especially	 if	 they	 were	 not	 supported	 by	 health	
professionals.	 Similar	 biases	 were	 evident	 for	 hypospadias	 and	 many	 other	
variations	in	this	sample.	
6.8 Support  
Support	was	 a	major	 theme.	All	 parents	 reported	 the	need	 for	more	 support	 for	







concerns	 around	how	 to	 communicate	 to	 others,	 including	 their	 child,	 about	 the	




other	 environments	 such	 as	 schools	 where	 there	 is	 still	 a	 focus	 on	 discussing	
puberty	and	sex	education	 in	a	very	gender	binary	and	heteronormative	 fashion.	
Some	parents	were	 concerned	 that	 their	 child	may	not	 be	 able	 to	 relate	 to	 such	
presentations	of	male	and	female	bodies	and	a	focus	on	fertility	that	is	presented	
generically	as	a	possibility	for	all.	The	next	quote	by	a	mother	of	a	daughter	who	has	








would	 at	 school	 or	 when	 they’ve	 read	 the	 books,	 they	 don’t	
match	the	pictures	in	the	books	and	then	there’s	a	oh	my	God,	








by	 the	 parent	 sample.	 These	 include	 being	 able	 to	 access	 a	 key	 support	 person,	
parent	peer	support,	support	for	their	children,	practical	support	and	support	and	
education	for	HPs.	




















JP	 14-mother	 -	 “...how	 to	 talk	 to	 her	 about	 it	 and	 have	 the	
words...	 you	 know	 when	 you’re	 making	 those	 decisions	 and	
stuff...	 cause	 it	 was	 all	 kind	 of	 separated	 as	 well,	 and	 even	
though	I	think	(the	surgeon	and	the	endocrinologist	are),	gonna	
work	together,	they’re	completely	separate	actually”		


























doesn’t	 happen,	 ‘cause	 everyone’s	 situation	 is	 different,	what	
happened	to	us	might	be	totally	different	to	someone	else,	you	
 190	














felt	 having	 a	 child	 with	 a	 difference	 made	 them	 support	 each	 other	 more	 as	 a	
parenting	 team	 and	 that	 they	 became	 closer	 as	 a	 result,	 and	 that	 was	 the	 only	
support	they	needed	in	reality.		
In	relation	to	advocacy	support	groups,	few	parents	had	been	referred	to	or	knew	of	
Intersex	 Trust	 Aotearoa	 New	 Zealand	 (ITANZ)	 or	 international	 support	 groups.	
Some	 parents	 had	 sought	 groups	 out	 themselves	 online,	 but	 realised	most	were	
overseas.	Two	separate		parents	had	contact	with	ITANZ.	One	parent	had	gone	to		a	
presentation	 by	 Mani	 Mitchell	 and	 found	 that	 helpful.	 The	 second	 parent	 had	
contacted	Mani	directly	and	again	felt	this	was	useful.	She	wished	Mani	was	part	of	

















up	without	 having	 that	 just	 because	we	 didn’t	 know	 anyone	
really	and	now	that	she’s,	now	that	she’s	come	out	about	it	and	
everything,	 she’s	 been	 able	 to	 access,	 not	 in	 New	 Zealand	 so	
much	 but	 Australia	 and	 England	…other	 kids	 are	 struggling	
with	the	same	kind	of	thing	that	she’s	able	to	talk	to	so	I	think	









provision.	 Apart	 from	 one	 main	 centre	 there	 were	 no	 specialist	 staff	 trained	 to	
provide	for	the	psychological	needs	for	children,	young	people	or	parents.	
6.8.4 Practical support  
Another	 kind	 of	 support	 raised	 was	 practically	 based	 information	 around	 child	
benefits,	 medication	 costs	 etc,	 for	 example,	 what	 to	 do	 when	 a	 child	 ‘s	 sex	 is	
undetermined	 and	 you	 need	 to	 register	 your	 child’s	 details.	 This	 is	 especially	
important	 if	 you	 are	 reliant	 on	 government-based	 child	 support	 as	was	 the	 case	














this	 was	 very	 distressing	 and	 they	 were	 unsure	 if	 they	 could	 decline.	 The	
conversation	 below	 highlights	 this	 concern	 which	 highlights	 the	 element	 of	








BP	3-mother	 -“Cause	 they	go	oh	 is	 it	 alright	 if	 this	horde	of	
students	are	part	of	this	and	you	go…”		
BP	4	-father	-“	Yeah	they	asked”…	
















6.8.5 Support and training for HP 
Some	parents	raised	the	issue	of	support	and	training	for	HPs,	particularly	for	those	






These	 initial	 conversations	 and	 contact	 with	 HPs	 have	 an	 enduring	 impact	 on	
parents,	 hence	 the	 need	 for	 HPs	 to	 be	 supported	 to	 have	 more	 awareness	 of	
VSC/DSD	 and	 some	 basic	 information	 and	 skill	 in	 how	 to	 respond	 in	 such	
circumstances.	MP18	reinforced	this	need	for	HPs	getting	more	and	training.	
“my	midwife	had	never	 come	across	and	didn’t	 know	how	 to	









know,	 I	 didn’t,	 yeah	 it	 felt	 a	 bit	 unsafe	 actually	 'cause	 I	
wondered	 if	 they	didn’t	 know	 then	where	did	 they	go	 to	 talk	
about	 it	and	how	were	 they,	 yeah	 it	 seemed	a	bit	odd	 that	a	









you	 know,	 what	 this	 person	 did	 worked	 really	 well…so	 you	
know,	use	that	to	then	yeah,	go	and	do	that	again	sort	of	thing	
or,	 yeah	 or	 the	 other	way	 around	 that	 you	 know,	 this	 didn’t	





Support	 for	 all	 concerned	 i.e.	 parents,	 children	 and	 young	 people	 and	 HP	 was	
regarded	as	important	by	this	parent	sample	group	and	HPs	in	the	previous	chapter	
(5.5.6)	and	will	be	highlighted	by	young	persons	in	the	next	chapter	(7.8).		
6.9 Future worries and working out “what’s right”  
Two	other	elements	influencing	decision	making	were	“future	worry”	for	their	child	
and	whether	 parents	were	 doing	 “what’s	 right”.	 These	 two	 elements	 are	 closely	
linked,	hence	they	are	discussed	together.	Parents	talked	at	length	about	their	worry	
that	they	had	made	the	right	decisions,	especially	when	they	didn’t	know	what	their	
child	 would	 think	 about	 the	 those	 decisions	 in	 the	 future.	 Many	 parents	 were	
anxious	that	their	child	would		be	angry	at	them	for	the	choices	they	did	make	on	
their	 behalf.	 Others	 felt	 confident	 with	 their	 choices	 as	 they	 followed	what	 was	
advised	by	the	HPs.		
On	 the	 other	 hand,	 when	 it	 came	 to	 life-threatening	 issues	 such	 as	 approving	
medications	or	surgical	procedures	to	ensure	that	their	child	lived,	they	had	no	such	
concerns	as	the	priority	was	to	keep	their	child	alive.	
“with	 this	 kind	 of	 adrenal	 stuff	 and	 the	 hormone	 kind	 of	
treatments	around	that,	 ‘cause	it’s	life	threatening	that	that’s	
























































6.9.2 Future worries  
All	parents	 in	 the	sample	worried	about	 the	 future	 for	 their	children,	as	do	most	
parents.	In	particular	they	worried	about	their	children’s	future	relationships	and	
their	ability	 to	 find	partners	who	would	be	accepting	of	 their	variation.	This	was	
especially	true	for	parents	of	children	who	had	fertility	issues	or	a	perceived	obvious	
variation	 with	 their	 external	 genitalia.	 These	 parents	 had	 concerns	 that	 a	
prospective	partner	may	reject	them	if	they	realised	they	could	not	conceive	a	baby	





























manage	 especially	 if	 they	 had	 a	 different	 genitals	 from	 their	 peers	 or	 expressed	
themselves	in	a	non-stereotypical	fashion	pertaining	to	their	gender.	The	situations	
below	 are	 reported	 by	 some	 parents	 who	 struggled	 with	 worrying	 how	 their	
children	 would	 cope.	 	 They	 worried	 about	 school,	 where	 their	 children	 would	
probably	first	realise	that	they	may	look	different	.	They	worried	too	about	whether	











































6.10 Decision making 
When	it	came	to	decision-making,	trust	was	raised	and	for	many	parents	they	had	






on,	 I	 just	 felt	 that	 if	 they	 were	 having	 surgery	 for	 whatever	













trust	 in	 them	and	 it	wasn’t	a	negative	and	 it	 isn’t	a	negative	





Many	 parents	 expressed	 these	 sentiments.	 While	 they	 were	 anxious	 for	 their	
children,	 they	 had	 to	 trust	 that	 the	 health	 professionals	 had	 their	 child’s	 best	
interests	at	heart.	This	attitude	has	implications	for	training	as	HPs	have	a	great	deal	
of	power.	What	 they	say	 is	going	 to	be	received	as	 the	right	 thing	 to	do	 in	many	
instances.	Consequently,	it	is	vital	that	HPs	are	presenting	all	relevant	information.	
It	must	 be	 information	 that	 includes	 all	 options.	 There	must	 be	 time	 to	 process	
discussions	and	there	must	also	be	someone	to	be	a	key	person	for	contact.	
6.10.1 Genital surgery - two examples 
Decision-making	 around	 treatment	 is	 complex	 in	 some	 areas	 for	 VSC/DSD,	






Table 6:3 case examples 
 Parents Children diagnosed with  CAH at birth 
1 BP 3-mother BP4-father  Two daughters  aged 2 and 5 years  
   









































like	 zillions	 of	 questions	 and	what	 he	 came	 back	 to	me	with	
made	us	both	feel	really	comfortable	about	the	decisions	that	
we’d	made	to	have	the	surgery	which	was	great,	‘cause	what	I	
thought	 was	 really	 good	 is	 that	 he	 was	 really	 available	 to	
answer	questions	and	was	happy	to	really	answer	our	questions	
quickly...so	 that	was	great,	 so	 even	 though	 the	 surgical	 team	
which	was	 him	and	his	 people…..	 they	 didn’t	 present	 us	with	




us,	 saying	 it’s	 the...the	 surgery	would	 be	minimal,	 …but	 they	
have	left	it	really	quite	open	and	what	I’ve	really	enjoyed	about	
actually	 the	whole	 surgical	 team	 is	 that	 they’ve	 always	 been	




In	 this	 instance	 the	parents	were	presented	with	 the	option	of	 clitoral	 reduction	





they	 say	 it.	 Parents	 are	 often	 completely	 baffled	 by	 their	 child’s	 diagnosis	 or	
unaware	such	variations	even	existed.	Added	to	this	is	the	pressure	to	conform	to	
social	norms	around	the	binary,	and	the	biases	of	both	parents,	family	and	the	HP’s	





In	 these	 examples	 both	 sets	 of	 parents	 were	 concerned	 with	 how	 others	 may	
respond	to	their	daughter’s	difference.	The	Christian	family	wanted	to	ensure	their	
girls	did	not	feel	or	look	different	so	they	would	not	be	subjected	to	possible	teasing	






felt	 that	 surgery	would	 likely	 cause	harm	and	shame,	 as	 it	was	 saying	 there	was	
something	wrong	with	the	way	her	body	looked	and	this	had	to	be	fixed.	
These	two	examples	capture	the	complexity	and	challenges	of	making	decisions	and	
how	 ‘who	 your	 parents	 are’	 can	 make	 a	 difference	 to	 what	 is	 decided.	 It	 also	
illuminates	the	importance	of	separating	out	form	and	function,	in	that	both	were	
happy	for	surgery	to	help	with	functional	urinary	tract	 issues	but	only	one	set	of	
parents	were	happy	 for	 the	clitoral	 reduction	which	 is	 focused	on	appearance	or	
form.		
Future	worries	were	also	a	factor	in	this	decision	making	process	and	both	sets	of	
parents	 worried	 whether	 they	 were	 managing	 things	 in	 the	 best	 way	 or	 doing	
“what’s	right”.	
Each	of	 these	 families	chose	what	 they	considered	 to	be	right	 for	 them	and	their	













the	 child	 is	 female.	 It	 is	 considered	 as	 a	 controversial	 treatment	 as	 there	 are	
concerns	about	side	effects	on	the	child	and	mother	(3.5).	
Use	of	dexamethasone	was	suggested	to	two	of	the	parents	with	children	who	had	
CAH	 so	 that	 they	 may	 mitigate	 the	 possibility	 of	 having	 a	 female	 child	 with	 an	
enlarged	clitoris.	
“I’d	 need	 to	 look	 into	 it	 you	 know	 because	 I’m	 not	 sure	 that	
taking	 Dexamethasone	 for	 nine	 months	 and	 all	 the	
complications	of	that	and	hearing	about	how	that	can	actually	
affect	the	baby	in	other	ways	and	maybe	metabolic	ways	that	





side	 effects	 for	 the	mother…I	was	 completely	 put	 off	 by	 that.		
And	I’d	also,	I	also	kind	of	thought	well	there’s	a	one	in	eight	
chance…	{and	does}	the	baby	need	it,	‘cos	it’s	only	if	it’s	a	girl.		






medications	 on	 the	 child	 and	 mother.	 It	 also	 raises	 ethical	 issues,	 as	 discussed	








right	 for	 the	 child	 at	 the	 centre	 of	 the	 decision	 making,	 	 their	 respective	 views	
regarding	social	norms	and	their	personal	biases	will	also	constrain	the	way	the	they	
make	decisions.		
6.11 Summary  
The	 parents	 interviewed	 for	 this	 study	 came	 from	 various	 locations	 around	 the	
country	and	had	children	with	a	variety	of	differing	VSC/DSDs.	 Just	as	HPs	in	the	
previous	chapter	had	a	variety	of	differing	viewpoints,	so	did	the	parents.	Parent	
experiences	 also	 varied	 in	 relation	 to	 whether	 they	 viewed	 their	 child’s	 care	 as	
positive	or	negative.	
Key	 themes	 around	 communication,	 bias,	 norms,	 support,	 future	 worries	 and	
‘what’s	right’		all	impacted	on	the	decision	making	process.	All	parents	reported	that	
there	 was	 room	 for	 improvement,	 especially	 around	 training,	 awareness,	
communication	and	sensitivity	of	HPs	.	
Parents	worried	about	their	child’s	future	as	most	parents	do,	and	some	were	deeply	
























Disrupting the Norm 
Young people perspectives  
“This is the new normal. I am the new normal. The new normal 
starts now.”  
7.1 Introduction 
In	this	chapter	I	will	be	exploring	the	experiences	described	by	the	10	young	people	




In	 addition,	 I	will	 discuss	 the	 young	 people’s	 experience	 of	 the	 health	 care	 they	
received.	
	
Figure 7:1 Young people sample group  
*The gender queer person self-identified as non-binary and preferred the term gender queer. Within the New Zealand health 
system this person would likely be defined as transitioning from female to male 
Young people participant group





✻ Recruitment was via health professional N=8 and social Media N=2
GQ
Gender Identity 
✻ GQ-Gender Queer 
Ethnicity 




● Mayer Rokitansky Kuster Hauser Syndrome N=3
● Congenital Adrenal Hyperplasia N=2
● Swyer Syndrome /Gonadal Dysgenesis N=2
● Complete Androgen Insensitivity Syndrome N=1
● Cloacal Anomaly N=1














7.2 Sample  
I	 interviewed	ten	young	people;	 they	were	aged	between	14	and	24	years	of	age	
from	 across	 Aotearoa/NZ.	 Interviews	 were	 conducted	 between	 April	 2015	 and	
March	 2017.	 Eight	 participants	 were	 referred	 by	 health	 professionals	 I	 had	
interviewed.	 The	 HPs	 would	 describe	 the	 study	 and	 if	 the	 young	 person	 was	
interested	 in	 participating	 in	 the	 research	 the	 HP	 would	 request	 permission	 to	
provide	me	with	access	to	the	young	person’s	contact	details.		
The	 remaining	 two	 were	 recruited	 via	 different	 social	 media	 avenues,	 one	 via	
rainbow	youth	networks	who	contacted	me	directly.	The	second	young	person	was	
recruited	 via	 discussing	 my	 research	 with	 Mani	 Mitchell	 after	 seeing	 it	 on	 the	
Intersex	 youth	 Aotearoa	 Facebook	 page.	 They	 also	 made	 contact	 directly	 about	
being	willing	to	participate.	
In	total,	12	young	people	were	invited	to	participate	in	the	research.	Of	these,	two	




In	 addition,	 one	 participant	 requested	 to	 take	 part	 in	 the	 study	 after	 I	 had	
interviewed	 her	 mother.	 This	 approach	 required	 an	 amendment	 to	 the	 ethics	
approval	 because	 of	 the	 age	 of	 the	 young	 person.	 The	 original	 ethics	 approval	
granted	permission	 to	 recruit	young	people	16	years	 -	26	years.	 In	New	Zealand	
minors	 of	 16	 years	 and	 over	 are	 presumed	 to	 be	 competent	 to	 make	 decisions	
regarding	 to	 medical	 care	 and	 research	 themselves	 (New	 Zealand	 Government,	
2004).	In	2015	the	Health	and	Disability	Ethics	Committee	granted	an	amendment	
to	 permit	 the	 14	 year	 old	 to	 participate.	 The	 young	 person’s	 mother	 provided	
consent	and	the	young	person	assented.		
Interviews	 ranged	 from	 forty	minutes	 to	 just	 over	 two	 hours,	 with	most	 lasting	
approximately	 60	 to	 90	 minutes.	 All	 interviews	 were	 digitally	 recorded	 and	
transcribed	verbatim.	All	took	place	either	at	the	person’s	home,	or	in	an	interview	





Table 7:1 Participant details 
Name		 Age	 Variation		 Age	of	
Diagnosis		




Julie		 17	 Turner	syndrome		 16	
Tess	 18	 Mayer	Rokitansky	Kuster	Hauser	(MRKH)	 Mid-teens		
Anna	 19	 Gonadal	dysgenesis	 16	
Katie		 20	 Mayer	Rokitansky	Kuster	Hauser	(MRKH)	 Mid-teens		
Sarah	 20	 Congenital	adrenal	hypoplasia	(CAH)		 7		
Alex		 20	 Congenital	adrenal	hypoplasia	(CAH)	 Uncertain		
Georgia		 23	 Swyer’s	syndrome	 16	
Penny	 23	 Mayer	Rokitansky	Kuster	Hauser	(MRKH)	 Mid-teens		
 









on	 and	 talk	 about	 their	 experiences.	 Two	 participants	 in	 particular	 seemed	 to	
strengthen	their	sense	of	identity	and	confidence	as	they	progressed	through	their	
interview.	 It	 appeared	 to	 be	 an	 affirming	 experience	 for	 them,	 with	 one	 person	















the	 analysis.	One	had	made	 and	 shared	on	YouTube	 a	 school	 speech	 about	 their	





these	 young	 people	 and	 had	 a	 dialogue	with	 them	 about	my	 research	 and	 their	
experiences.	 This	 additional	 information	 has	 also	 been	 incorporated	 into	 this	
research	(4.10.2	and	4.12).	
7.4 Participants  
I	 will	 briefly	 introduce	 the	 10	 young	 people	 I	 interviewed.	 I	 have	 given	 nine	
participants	 pseudonyms	 to	 protect	 their	 privacy.	 One	 participant,	 Georgia,	
requested	 that	 she	be	 identified	because	 she	has	become	an	advocate	 for	people	
with	VSC.	I	will	give	a	brief	outline	of	each	person’s	situation.		













Once	 diagnosed	 she	 had	 her	 gonads	 removed	 due	 to	 risk	 of	 cancer.	 This	 was	
distressing	as	Bridget	was	 scared	of	having	an	operation.	Bridget	 is	on	hormone	
replacement	therapy.	
Julie	 is	 17	 years	 old	 and	was	 diagnosed	 at	 16	 as	 having	 Turner	 syndrome	 after	





























they	 do	 need	 to,	 they	 prefer	 genderqueer.	 Alex	 is	 Asian	 and	 notes	 that	 the	







hormone	 medication	 and	 was	 only	 recently	 told	 she	 has	 XY	 chromosomes.	 Her	
family	was	advised	by	their	GP	not	to	tell	Georgia	or	anyone	else	that	she	had	a	Y	









dilation	 is	 a	 real	 alternative	 to	 surgery.	 She	 argues	 that	 girls	 should	be	properly	
informed	about	dilation	and	surgery.		
7.5 Main themes  
Participants	 described	 a	 variety	 of	 positive,	 negative	 and	 neutral	 experiences	 in	
regards	to	their	health	care.	Six	themes	emerged	during	the	analytic	process	(See	
table	7:2)	 and	 I	will	 discuss	 these	 in	detail	 and	how	 they	 impact	 the	health	 care	
experience	for	those	young	people	born	with	a	VSC.		
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Table 7:2 Elements influencing young people’s decision making 
 
7.6 Communication  
As	with	the	previous	participant	groups,	communication	was	a	factor	in	how	young	
people	made	their	decisions.	A	lot	of	young	people	commented	on	the	lack	of	clear	
information	 they	were	 given	 and	 the	 lack	of	 time	 to	process	 the	 information,	 let	
alone	make	a	decision.	In	particular,	young	people	experienced	a	lack	of	support	for	
discussing	psychological	issues,	such	as	feelings	around	what	their	variation	meant	
for	 them	emotionally.	Younger	people	expressed	a	need	 for	HPs	 to	 communicate	














became	 increasingly	 more	 comfortable	 with	 the	 term	 intersex	 as	 she	 got	 older.	
Penny	and	Alex	explained	 that	while	 they	do	not	 refer	 to	 themselves	as	 intersex	
frequently,	they	feel	comfortable	engaging	with	the	intersex	community.	
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7.6.1 Need for change  
There	were	a	number	of	experiences	that	demonstrate	there	is	a	need	for	change	
within	 the	 New	 Zealand	 health	 system.	 Participants	 stated	 they	 wanted	 better	






have	a	glass	of	wine	while	 somebody	else	gives	birth	 to	 your	
baby’.	I	thought…I	cannot	believe	you	have	just	said	that	to	a	17	
year	old	who’s	just	been	through	a	life	changing	experience.	I	














what’s	 going	 on	 there	 you	 know…yeah	 it	 was	 absolutely	
shocking	as	a	child.”	
Penny	
“	 I	mean	 you	 know	 they	 could’ve	 said	 like	 in	 these	 cases	we	
conduct	 sort	 of	 like	 mandatory	 or	 systematic	 chromosomal	





Participants	 expressed	 frustration,	 especially	 in	 generic	 services	 such	 as	 the	





























opportunity	 to	 talk	about	 things,	especially	as	you,	you	know	







7.6.2 Communicating with peers 
Young	 people	wanted	 to	 communicate	with	 friends	 about	 having	 a	 VSC	 but	 had	
concerns	about	how	their	friends	may	respond.	The	lack	of	public	awareness	and	


























7.6.3 Communicating with parents  
Young	people	said	 they	had	 to	navigate	communicating	with	 their	parents.	Many	
young	people	commented	that	their	parents	were	able	to	talk	with	them	about	their	
variation	sensitively.	Other	young	people	talked	about	their	parents	being	awkward	
and	overwhelmed	 and	being	unsure	how	 to	discuss	 their	 child’s	 variation.	 Some	
young	people	with	variations	that	affected	their	fertility	were	very	conscious	of	how	







when	 she	 first	 found	 out,	 like	 she	 was,	 you	 know	 had	 a	 big	
breakdown,	so	she	cried	about	it	a	lot	at	the	beginning	and	my	















This	 indicates	 a	 need	 for	 parent	 support,	 specifically	 around	 managing	 their	
responses.	Katie’s	experience	reinforces	the	comments	from	parent	participants	in	
this	research	that	there	is	a	lack	of	support	for	them	and	their	children	(previous	
chapter,	 6.8).	 Support	 surrounding	 what	 would	 be	 helpful	 and	 unhelpful	 when	
communicating	to	their	children	about	their	variation	was	indicated.	The	“knowing	
how	 “to	 talk	 their	 children/teenager	 concurs	with	 the	 findings	 of	 another	 study	
where	 parents	 of	 children	 with	 CAH	 where	 interviewed.	 The	 parents	 reported	
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struggling	 with	 how	 to	 talk	 with	 their	 children	 (Lundberg,	 Lindstrom,	 Roen,	 &	
Hegarty,	 2017).	 Katie	 also	 raises	 the	 issue	 for	 her	 parents	 that	 they	 just	 want	
everything	to	be	“normal”.		









• -the	 young	 person	 disrupting	 the	 norm	 and	 reframing	 their	 variation	 as	
normal	




feeling	 different	 for	 young	 people	 making	 it	 difficult	 for	 them	 not	 to	 perceive	














"My	 life	 had	 been	 turned	 upside	 down	 in	 the	 space	 of	 three	
months.	 The	 pain	 of	 surgery	 was	 beyond	 physical.	 Why	 was	
there	 nobody	 else	 like	me?	What	 had	 I	 done	 to	 deserve	 this?	
















as	 her	 peers.	 This	 is	 consistent	 with	 scholarship	 suggesting	 that	 medical	









Participants	 in	 this	study	reported	that	 the	pressure	to	conform	to	norms	was	at	






7.7.2 Challenging the norm 
Many	of	the	young	people	discussed	going	through	a	process	of	exploring	how	they	







Amber,	who	has	 a	 cloacal	 anomaly	 (see	 glossary),	 challenged	 the	 social	 norm	by	

























girls	 goes	 you	 know	 what,	 I	 actually	 don’t	 feel	 comfortable	




as	 a	 woman,	 if	 you,	 somebody	 hasn’t	 corrected	 your	 body,	
you’ve	 just	manipulated	it	 in	a	way	that	works	for	you	and	if	
you	choose	to	not	embody	anymore,	you	don’t	have	to	and	I	like	
that,	 I	 really	 do	 like	 that	 and	 I	 talked	 to	 one	 girl	 who	 said	
actually	 she	 identified	 as	 a	 lesbian	 and	 she	 just	 decided	 she	
wasn’t	gonna	maintain	her	dilation	and	she	was	like,	I	almost	






functioning	 vagina	may	 differ	 for	 different	 people	 and	 as	 a	 consequence	what	 is	
needed	for	a	satisfactory	sex	life.	
“the	 reality	 is	 you	 don’t	 need	 a	 vagina	 to	 have	 a,	 like	 a	





sex	 lives	 directly.	 Many	 other	 participants	 indirectly	 challenged	 the	 norm	 by	
redefining	 what	 was	 included	 as	 normal.	 Having	 a	 broader	 and	 more	 inclusive	
concept	of	normal	allowed	for	participants	to	move	towards	self-acceptance.	
 




because	 you	may	 have	 a	 differently	 sexed	 body	 that	 does	 not	mean	 you	 are	 not	
normal.	 The	 young	 people	were	 redefining	 normal,	 broadening	 the	 definition	 to	
accommodate	their	variation.	
Next	 are	 some	 examples	 of	 how	 some	 of	 the	 young	women	 in	 the	 sample	 have	



























These	 three	 young	people	 are	 all	 suggesting	 that	what	 is	 considered	 “abnormal”	








tolerance	 but	 embracing	 and	 celebrating	 that	 difference.	 I	 suggest,	 from	what	 is	
being	 said	 here	 by	 these	 young	 people,	 that	 they	 are	 trying	 to	 engage	 a	 level	 of	





Martin	 (1964)	 talked	 about	 the	 concept	 of	 the	 norm	 as	 two	 norms.	 The	 first,	
reflecting	the	average	which	he	called	the	“typical”	norm,	the	other,	where	typical	




























7.7.4 Diversity, difference and a sense of belonging 
In	 partnership	 with	 challenging	 or	 disrupting	 the	 norm	 comes	 education	 about	
diversity.	For	those	born	with	a	VSC,	it	can	be	a	struggle	for	some	to	modernise	or	
adapt	 their	 long-held	 beliefs	 and	 values;	 notably	 implicit	 assumptions	 about	 the	
norm.	Diversity	validates	difference,	whereas	the	norm,	in	particular	the	ideal	norm,	
can	 stigmatise	 and	 alienate	 people	 who	 fail	 to	 conform.	 When	 there	 is	 an	





















7.8 VSC peer support - establishing caring communities 




















built	 online	 suddenly	 become	 a	 reality	 face	 to	 face	 was	 a	 totally	 unique	 and	
transformative	 experience	 for	 these	 young	 people.	 They	 reported	 that	 being	
together	to	share	their	experiences	as	peers	in	person	was	“awesome”.	They	were	




academics	 in	 person	 for	 the	 first	 time,	many	 of	 whom	 I	 had	
extensive	relationships	with	online	for	many	years,	was	a	life-
changing	experience.	After	being	told	by	medical	professionals	
at	 the	 time	of	my	 intersex	diagnosis	 that	 I	would	never	meet	
another	person	with	a	variation	of	sex	characteristics	like	me	









The	 power	 of	 peer	 support	 and	 the	 benefits	 that	 come	 with	 finding	 a	 group	 of	
individuals	 with	 whom	 you	 have	 shared	 experience	 are	 a	 pathway	 to	 self-
acceptance.	Brian	Still	describes	the	intersex	movement	developing	“virtual	intersex	
neighbourhoods”	online	(2.6.1).		
It	 was	 evident	 how	 important	 it	 was	 to	 find	 like-minded	 peers	 or	 “find	 your	
people/tribe”.	Many	young	people	 interviewed	spoke	of	 the	benefits	of	 talking	to	





































young	 people	 with	 a	 VSC	 and	 lack	 of	 connectivity	 between	 other	 young	 people	
within	Aotearoa/NZ.	As	a	result,	many	young	people	from	Aotearoa/NZ	connected	
with	 young	 people	 from	 other	 countries	 such	 as	 the	 USA,	 Australia	 and	 Europe,	
where	 there	 are	 larger	 numbers	 of	 individuals	with	 a	VSC	 and	more	 established	
support	networks.	
The	other	purpose	these	communities	serve	is	to	create	a	safe	place	for	young	people	
to	 explore	 their	 difference	 and	 identity.	 Young	people	 can	 gain	 awareness	 about	
diversity	 and	 support	 to	 accept	 themselves	 as	 individuals.	 Online	 VSC	 support	












When	making	 important	health	decisions,	young	people	should	be	 fully	 informed	
and	 this	 requires	 having	 access	 to	 peers	 and	 others	 who	 have	 had	 similar	
experiences.	 Peers	 provide	 first-hand	 accounts	 and	 subjective	 experience,	 and	










7.9 Bodily autonomy 
The	concept	of	bodily	autonomy,	that	is,	being	able	to	decide	for	oneself	what	and	
when	 things	 happen	 to	 or	 for	 your	 body	 is	 very	 important	 to	 the	 young	 people	
interviewed	in	this	study.	Bodily	autonomy	is	something	most	of	us	take	for	granted,	


























discussed	 in	 chapter	 two	 (2.8),	where	many	 countries	Human	Rights	 authorities	
(and	some	legal	ramifications	e.g.	Malta	-	2.10.5)	have	advocated	for	change.	This	
change	involves	allowing	young	people	the	right	to	make	decisions	for	themselves	
regarding	 their	 health	 care	 in	 situations	 where	 their	 where	 it	 does	 not	 involve	
function	or	preservation	of	life.	Julie	talks	about	non-functional	surgery	supporting	
the	premise	of	bodily	autonomy.		




There	 is	 a	 clear	message	 from	 the	 young	people	 in	 this	 study	 that	 young	people	
deserve	to	have	the	right	to	bodily	autonomy	and	that	this	is	a	basic	human	right.	
7.10 Identity and Embodiment  




















evaluating	 their	 identity.	 Bridget	who	has	 CAIS	 and	was	 not	 diagnosed	 until	 her	
teens	and	discusses	the	challenge	she	faced	when	she	was	diagnosed.	























Adolescence	 and	 young	 adulthood	 is	 a	 time	 for	 establishing	 one’s	 identity,	 and	
















processing	 the	way	 they	 think	about	 themselves	 in	 relation	 to	 their	bodies,	 their	
variation	and	their	lives	in	general.	Their	VSC	was	not	the	whole	of	their	identity	and	










and	 inability	 to	 produce	 gametes	 and/or	 to	 carry	 a	 pregnancy.	 Nine	 of	 the	
participants	self-identified	as	female	and	discussed	concerns	about	future	partners’	
feelings	 about	 their	 fertility.	 For	 a	 few	 of	 the	 participants	 this	 was	 a	 significant	
barrier	 to	 thinking	 about	 becoming	 sexually	 active	 or	 pursuing	 a	 relationship.	
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“Like	 I	always	kind	of	 think	about…	with	 like	 friends	or	with	
guys	or	whatever,…at	what	point	do	you	kind	of	tell	them	like	






7.11 Bias  
As	we	saw	in	the	data	from	HP	and	parent	participants,	normative	biases	regarding	






























got	 these	 STI	 risks	 like	 any	 other	 person.	 And	 gave	 me	 this	
massive	blimming	lecture	about	having	sex	with	men	because	
she	 just	 presumed	 that	 I	 was	 in	 a	 straight	 relationship.	 And	
meanwhile	here	I	am	totally	insecure,	petrified	about	being	in	
a	relationship.	There’s	no	way	on	earth	I’m	going	to	have	sex	
with	 someone,	 let	 alone	 even	 think	 about	 having	 sex	 with	
someone.	 And	 here	 she	 is	 lecturing	 me	 like	 “Oh	 well,	 you’re	
eighteen.	 You’re	 female.	 You’re	 going	 to	 have	 sex…Are	 you	





need	 for	 training	 and	 support	 for	 self-reflection	 to	 help	HPs	 be	mindful	 of	 their	
potential	bias	about	normal	bodies	and	relationships.		
7.12 Vaginal dilation and surgery  
Four	of	the	nine	young	women	had	experience	of	dilation	(a	procedure	to	lengthen	
and	widen	 the	 vagina	 -	 see	 glossary).	 The	 young	women	 had	 a	 diverse	 range	 of	
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aspect	of	 it….	 I’m	glad	 that	 I	 can	help	 them	see	 that	 surgical	
intervention	is	not	always	the	right	thing	because	you’re	giving	














Penny	goes	on	 to	 talk	 about	 the	need	 to	be	 ready	psychological	 and	emotionally	




if	 you	 can’t	 talk	about	 yourself	 as	a	 sexual	being,	 like	 if	 they	

















vagina,	when	most	 people	 normally	 have	 sex,	 like	when	 they	
have	sex,	it’s	already,	there’s	already	a	path...and	it’s	already	at	
the	 right	angle	and	 so	 for	me,	what	 I	 found	really	difficult	 is	
there’s	no	path	so	I	don’t	know	it’s	supposed	to	go	and	because	
I,	obviously	I’d	never	had	sex	either,	I	had	no	idea	where	it	was	












the	 same	 way	 as	 Penny	 did,	 expressing	 a	 real	 sense	 of	 empowerment	 and	
embodiment.	Katie	found	that	she	has	to	be	open	with	sexual	partners	to	ensure	she	
does	not	tear	the	vaginal	wall.	She	feels	this	has	made	her	more	intentional,	more	
open	 about	 communicating	 her	 sexual	 need,	 and	 she	 has	 advocated	 this	 to	 her	
friends	when	they	complain	about	some	sexual	experiences	being	uncomfortable.	
“...like	I	find	it	kind	of	funny	when	I	think	about	it,	it’s	like	real	










7.13 Decision making  
The	majority	 of	 young	 people	 interviewed	 felt	 it	was	 important	 that	 they	 got	 to	













7.13.1 A matter of choice  
Sarah	 has	 CAH	 and	 was	 not	 diagnosed	 until	 age	 7.	 She	 reflects	 on	 her	 decision	
making	for	whether	to	have	a	clitoral	reduction	or	not.	Sarah	notes	that	the	manner	




with	 lots	 of	 different	 people	 about	 it	 [clitoral	 reduction].So	








Sarah	did	not	 think	 there	was	anything	wrong	with	her	 clitoral	 size	and	had	not	
experienced	 any	 problems	 associated	with	 it	 being	 enlarged.	 Perhaps	 if	 the	HPs	
stated	 that	 she	 should	 have	 surgery	 it	 would	 have	 been	 likely	 she	 would	 have	
conceded	and	had	the	surgery	as	the	HPs	“probably	know	best”.	
















her	 to	 be	 heard	 as	 she	 was	 frustrated	 that	 the	 surgery	 was	 delayed	 due	 to	 the	
surgeon’s	reservations.	In	the	following	quote	she	reflects	on	how,	at	the	time,	she	
just	wanted	to	have	the	colostomy	for	ease,	but	is	happy	she	made	the	decision.		
“Um…oh	when	 I	 was	 doing	 It	 [making	 the	 decision],	 I	 didn’t	

















with	me	 I	 think	 because	 it	was	 potentially	 life	 threatening,	 I	






clear	 they	 needed	 agency	 to	 decide	 for	 themselves	 about	what	 and	when	 things	
happen	to	their	own	bodies.	
7.14 Future forward  
There	were	concerns	 for	 the	 future,	especially	around	relationships	and	whether	
they	would	be	accepted	or	not	for	who	they	are.	Fertility	issues	and	the	possibilities	
around	having	a	family	should	they	wish	were	also	raised.		






















natural	response	 for	me.	And	that’s,	 I,	 I	 really	 think	that’s	an	
implication	 of	 the	 way	 in	 which	 my	 diagnosis	 took	 place	
because	 there	 hasn’t	 been	 transparency	within	 those,	 I	 don’t	
feel	 there’s	 been	 transparency	within	 those	 relationships	 I’ve	
had	with	those	medical	specialists	and	in	terms	with	my	family	








discussed	 these	 feelings.	 Sarah	 reflected	 on	 always	 being	 socially	 awkward	 and	















In	 Sarah’s	 case	 (and	 as	 mentioned	 before	 by	 Katie),	 a	 process	 of	 self-discovery	
occurs	as	a	young	person	/emerging	adult,	regardless	of	the	circumstances	of	having	








of	 why	 education	 would	 be	 helpful,	 as	 previously	 discussed	 in	 earlier	 sections	
around	 communication,	 bias	 and	 support	 in	 this	 chapter.	 Penny	 reflected	 on	 the	










about	 intersex	 issues.	 They	 must	 be	 adequately	 funded	 and	









“I	 think	 like	 it	 [education]	would	definitely	be	about	centring	










7.16 Summary  
In	summary,	these	10	young	people	present	a	variety	of	experiences	regarding	their	
health	 care,	 including	 a	 mixture	 of	 both	 positive,	 negative	 and	 neutral.	 Positive	
experiences	were	 largely	driven	by	access	to	a	wide	range	of	diverse	support	 for	











Young	 people	 also	 need	 access	 to	 psychological	 support	 to	 explore	 feelings	 of	
difference	 and	 navigating	 relationships.	 Young	 people	 are	 at	 various	 stages	 of	
forming	 their	 identity	 and	 need	 some	 support	 to	 help	 explore	 these	 intensely	
personal	 concepts	 of	 identity	 and	 embodiment.	 The	 temporal	 fluidity	 of	 identity	
over	an	individual’s	life,	especially	the	teenage	and	early	adult	years,	must	be	held	



















Resources,	 like	 online	 resources	 such	 as	 the	 recent	 DSDTeens	website	 (Glasgow	
Childrens	 Hospital	 Charity,	 2019)	 which	 offers	 information	 and	 advice	 for	 ages	
10+,11+	and	14+	respectively,	would	be	useful.	 It	provides	 information	on	 issues	
around	conformity,	identity,	gender,	sexuality	and	surgery.		
Young	people	 report	 that	 there	 is	 a	need	 for	better	 training	 for	HPs,	particularly	
around	 awareness	 of	 VSC/DSD,	 especially	 the	 case	 for	 HPs	 not	 specialising	 in	
VSC/DSD	such	as	general	practitioners,	emergency	department	staff	and	midwives.	
These	 interviews	 suggest	 a	 need	 for	 further	 training	 for	HPs	 regarding	 sensitive	
communication	skills	and	awareness	of	normative	biases.	











Chapter Eight  
A matter of       
Participant group comparison  
“having that circle of trust for us was huge” 
8.1 Introduction 
In	the	last	three	chapters	I	have	discussed	the	main	themes	that	came	from	the	data	
of	 the	 three	 participant	 groups	 and	 highlighted	 their	 collective	 voices	 as	well	 as	
attending	 to	 those	 with	 unique	 or	 divergent	 viewpoints.	 This	 chapter	 draws	
together	the	main	themes	that	cut	across	all	three	participant	groups	(i.e.	the	HPs,	
parents	and	young	people),	and	explores	the	interrelationships	between	these	key	
themes.	 There	 are	 four	 key	 elements	 of	 influence	 on	 decision	 making	 that	 are	
consistent	across	the	three	groups:	communication,	norms,	bias	and	support.		These	
are	 components	 of	 the	 overarching	 element,	 trust,	 that	 encapsulates	 the	 driving	
factor	underpinning	decision	making.		
In	the	next	section,	I	discuss	the	way	the	participants	engaged	with	the	decision	scale	
undertaken	by	all	 three	groups	along	with	a	 statistical	 analysis	 (8.2).	Next,	 I	will	
discuss	three	individual	‘integrated’	cases	where	I	interviewed	more	than	one	key	
group	 participant	 in	 relation	 to	 the	 specific	 young	 person.	 These	 illustrate	 a	
crossover	of	the	themes	discussed	in	chapter	five,	six	and	seven.	Each	case	illustrates	
the	complexities	of	decision	making	and	the	way	that	the	three	participant	groups	
can	 find	 common	 ground	 and	 form	 strong	 working	 relationships.	 They	 also	
demonstrate	there	are	times	when	decision	making	is	conflictual	and	relationships	
tenuous.		









Table 8:1 Decision making elements for the 3 participant groups 
	







given	 the	scale	and	asked	 to	provide	 their	opinion	on	who	should	have	 the	most	
responsibility	for	decision	making	for	when	the	situation	involves	a	young	child.	
The	young	people	 in	the	study	had	an	additional	DMS	task	(4.11,	 figure	4:6).	The	




I	will	 present	 the	 statistical	 analysis	 first,	 followed	 by	 some	 commentary	 on	 the	
patterns	 of	 engagement	 while	 participants	 were	 completing	 the	 DMS.	 The	
conversations	 during	 this	 process	 revealed	 some	 interesting	 insights	 on	 the	
complexity	of	decision	making.	
8.2.1 Statistical results  
The	 participants	 found	 the	DMS	 challenging	 and	wanted	 to	 separate	 out	 not	 life	






whom	 	 four	 gave	 two	 responses	 	 and	 for	 the	 young	 people;	 two	 that	 gave	 two	
responses	(see	table	8.2).	






Table 8:2 Descriptive Statistics for all 3 participant groups  













Young people Mean 11.72 11.17 10.78 7.11 
N 9 9 9 9 
Std. Deviation 3.25 3.04 4.79 4.01 
Median 10.00 10.00 12.00 6.00 
Minimum 7.00 7.00 2.00 2.00 
Maximum 15.00 15.00 17.00 12.00 
Parent Mean 8.64 8.39   
N 18 18   
Std. Deviation 5.04 4.98   
Median 10.00 10.00   
Minimum 1.00 1.00   
Maximum 18.00 18.00   
Health  
Professionals 
Mean 8.95 8.80   
N 19 19   
Std. Deviation 3.06 3.25   
 Median 10.00 10.00   
 Minimum 1.10 1.10   
 Maximum 15.00 15.00   
* analysis for life-threatening included responses to decision making under life-threatening circumstances for those 
individuals who gave two responses 
** analysis for not-life-threatening included responses to decision making under not-life-threatening circumstances 








Figure 8:1 Box plots of decision making scale for all participant groups when a non-life 
threatening situation. 
 
As	 there	 was	 no	 significant	 difference	 from	 the	 median,	 possible	 explanations	











Figure 8:2 Box plot for decision scale for participant groups for life threatening 
circumstances.  
 
8.2.2 Comparison between the two scales; YP-HP and Parent-HP 
Lastly,	I	asked	whether	or	not	the	responses	differed	systematically	from	the	two	
situations,	those	being	Young	person	-	HP	and	Parent	-	HP.	I	used	a	paired	t	test	to	
look	 at	 the	 differences	 in	 scores	 for	 each	 person,	 and	 to	 test	 whether	 those	
differences	were	different	from	zero.	
When	 the	 situation	was	 not	 life-threatening,	 the	 difference	 between	mean	 score	
differences	reached	statistical	significance,	(Paired	t(8)	=	2.906,	p	=	.020).	That	is,	
the	young	person	considered	that	when	the	young	person	was	too	young	to	decide,	
there	was	 an	 almost	 equal	 preference	 for	 either	 the	 parent	 or	 the	 HP	 (mean	 of	
11.17),	 but	when	 the	 young	person	was	 able	 to	 decide,	 there	was,	 on	 average,	 a	






Table 8:3 Descriptive statistics for decision scales for young people  
One-Sample	Statistics	
 N Mean Std. Deviation Std. Error Mean 
Par-HP 9 11.72 3.25 1.08 
Par-HP not life threatening  9 11.17 3.04 1.01 
YP_HP 9 10.78 4.80 1.60 
YP_HP not life threatening 9 7.11 4.01 1.34 
 
Paired	Samples	test		
Table 8:4 Statistical analysis of decision scales for young people  
 Mean Std. Deviation 
  
  T   df Sig.(2-tailed) 
Pair 1 Par-HP – YP-HP .94444 4.55826 .622 8 .552 
Pair 2 Par-HP not life threatening – 
YP-HP not life threatening 
















Figure 8:3 Box plot young people participants choosing between young people and HP 
for decision making when the situation is life threatening. 
 
 
Figure 8:4 Box plot young people participants choosing between young people and HP 
for decision making when the situation is not life threatening. 
 






















expressed	 it	 should	 be	 a	 shared	 responsibility.	 Two	 HPs	 were	more	 toward	 HP	
making	 the	 decision	 as	 they	 asserted	 it	was	 not	 fair	 for	 parents	 to	 have	 to	 take	
responsibility	for	decisions	in	an	area	they	would	not	have	expertise	in	and	it	was	















The	 first	was	 a	 father	who	 completely	 trusted	 the	 HP	 to	 do	what	 is	 best	 by	 his	
children,	he	thought	that	a	“circle	of	trust”	was	established	and	that	HPs	earned	that	










focus	 on	making	 their	 child	 normal.	 Conversely,	 they	 expressed	 a	 belief	 that	 HP	
would	be	more	objective	and	see	the	big	picture	for	the	child.		
8.2.4 Summary  
There	are	limitations	with	the	DMS	as	not	all	people	could	fill	it	in	due	to	struggling	
with	the	linear	nature	of	the	DMS.	In	hindsight	it	may	have	been	useful	to	ask	the	















they	 spontaneously	made	 a	number	of	 comments	 about	 the	other	 groups.	 In	 the	
three	 cases	where	 I	 had	 interviewed	 the	 young	person,	 their	 parents	 and	 a	 lead	
health	professional,	it	was	therefore	pertinent	to	systematically	compare	whether	
they	 had	 the	 same	 impressions	 as	 each	 other	 regarding	 decision	making.	 In	 this	
section,	I	will	now	discuss	these	3	cases	and	the	elements	that	influenced		decision	
making.		
Table 8:5 All key groups related to young person care interviewed. 
Young person  Parent  Health professional 
Amber  P11 -mother  HP14 
Bridget  P7-mother P8-father  HP3 HP2 
Julie P12-mother  HP4 
 













































Amber  GP 11 -mother  HP14 
The	focus	of	discussion	here	is	the	process	of	arriving	at	the	decision	to	opt	for	a	
permanent	 colostomy,	 rather	 than	 accepting	 the	 surgeon’s	 recommendation	 to	
persist	with	the	“trapdoor”(see	glossary).		
Amber	stated	in	the	interview,	that	this	should	be	her	decision	and	had	extensively	
discussed	with	 her	mother	 the	 pros	 and	 cons	 for	 both	 options.	 Amber’s	mother	
raised	with	 the	 surgeon	 the	 fact	 that	 Amber	wanted	 to	 revert	 to	 the	 colostomy,	
knowing	 that	 it	 would	 be	 permanent.	 She	 was	 not	 experiencing	 the	 expected	
benefits	from	the	trapdoor,	and	while	she	was	aware	of	future	concerns	regarding	a	
potential	partner,	she	was	more	conscious	about	what	a	partner	would	think	about	




to	have	a	permanent	 colostomy.	Once	 the	 surgeon	did	hear	more	about	Amber’s	
decision	 and	 accepted	 that	 it	was	what	 she	wanted,	 he	 eventually	 conceded	 and	
agreed	to	do	the	procedure.	
I	would	argue	 that	 the	elements	of	bias	 toward	 the	“ideal	norm”,	communication	
issues	and	disrupting	the	norm	all	contributed	to	this	situation.		

















the	 family	 and	 the	 surgeon,	 that	was	 only	 resolved	 by	 Amber’s	mother	 strongly	
asserting	herself	in	a	way	that	the	surgeon	could	not	ignore.	
From	 Amber’s	 perspective,	 there	 was	 a	 need	 to	 disrupt	 a	 number	 of	 prevailing	
societal	norms	relating	to	bodily	function	and	appearance,	and	also	to	the	ability	of	





would	be	permanent.	Amber	went	on	 to	 continue	 challenging	 the	norm	and	 find	
others	who	were	like	her.	She	was	effectively	saying	“you	have	to	change	the	way	
you	see	normal	instead	of	trying	to	make	me	fit	the	norm”.		
In	 this	 situation	 all	 three	 participants	were	 unquestionably	 committed	 to	 basing	
their	decision	making	on	Amber’s	best	interests.	One	point	of	contention	is	what	was	
in	Amber’s	best	interests?	The	other	point	is	who	ultimately	should	be	making	the	
decision?	 Initially,	 the	 surgeon	asserted	his	point	of	 view	and	 took	 charge	of	 the	





























got	 the	 gender	 assignment	 correct.	 Both	 HPs	 discussed	 the	 complexity	 of	 the	
situation	 for	 this	 family,	with	one	HP	 in	particular	 talking	about	 “sweating	over”	
making	the	decision	regarding	gender	assignment	and	the	pressure	to	get	it	right,	
indicating	 the	pressure	of	 their	own	expectations	and	 that	of	 the	parents.	 It	 took	
nearly	a	year	to	assign	the	male	gender	after	a	multitude	of	tests	and	seeing	if	the	
baby	would	respond	to	testosterone.	Initially	the	parents	had	referred	to	their	baby	
as	 a	 girl	 and	 given	her	 a	 girl’s	 name.	The	parents	were	 very	open	 and	had	 good	
support	from	each	other	and	had	complete	trust	in	their	HPs.	They	commented	that	


































The	 child	 HP	was	 relieved	 about	 the	male	 child	 exhibiting	 “boy	 like	 behaviour”	
playing	 with	 trucks.	 The	 other	 adult	 HP	 remarked	 about	 Bridget	 coming	 for	 a	
consultation	wearing	makeup	and	dressing	in	a	more	“feminine”	way,	and	that	was	




father	 came	 to	 the	 point	 of	 acceptance	 and	 the	mother,	while	more	 accepting	 of	
diversity,	 still	 harboured	 guilt	 for	 having	 the	 gene	 “mutation”	 that	 created	 these	
variations	in	her	children.	This	mother	had	a	tubal	 ligation	to	prevent	her	having	
any	other	children	“as	life	is	hard	enough”	without	having	a	VSC.	It	was	apparent	


















Julie HP12-mother  HP4 
	
Julie	 has	 the	 option	 to	 have	 surgery	 to	 reduce	 her	 clitoral	 size	 (due	 to	 added	
complexity	in	addition	to	Turner	diagnosis)	but	has	chosen	not	to	proceed	at	this	











HP4	 was	 very	 open	 and	 communicative	 with	 the	 family	 and	 provided	 options	






















primary	care	 level,	 as	 some	HPs	not	experienced	 in	VSC	do	not	have	 the	 level	of	
awareness	/specialist	education	to	diagnose	or	refer	on	for	these	variations.	Julie	
was	also	uncertain	if	her	differently	sexed	genitals	would	have	an	impact	when	she	
becomes	 interested	 in	 forming	 an	 intimate	 relationship,	 thus	 highlighting	 the	
temporal	nature	of	such	decision	making.	





Table 8:6 Case details for younger children discussed between HP and parents  
  Parents  Health 
professional 
Child 
4 Parent 6-mother  




4-year old boy, Severe 
hypospadias  
5 Parent 3-mother  
Parent 4-father  
HP16 
HP1 
Two girls,2 and 5 years old  
Congenital adrenal 
hypoplasia (CAH) 
6 Parent 14-mother  
Parent 15- mother  
HP3 
HP11 






















DP 6 -mother  HP 1 /HP 14 
 
The	main	issue	in	this	case	was	around	communication	between	the	parents	and	the	
HPs.	 This	 parent	 reports	HP1	 visiting	 her	 to	 discuss	 her	 son’s	 condition	 and	 the	
complexities	of	the	condition.	At	the	time	she	was	very	unwell	and	started	vomiting	
and	HP1	continued	with	the	discussion	rather	than	postponing	it.	The	mother	in	this	





























are	difficult	 to	answer	as	 there	 is	very	 little	outcome	data	as	discussed	 in	earlier	
chapters	 (two	 and	 three).	 These	parents	were	wanting	 to	make	 a	 fully	 informed	
decision	taking	into	consideration	the	future	of	their	child.		
HP	14	was	focused	on	making	the	penis	function	so	he	could	urinate	standing	and	








In	 this	 situation	 the	communication	had	broken	down	 from	both	HP14’s	and	 the	
parents’	 perspective.	 Both	 the	 parents	 and	 HP14	 reported	 that	 they	 were	 not	
listened	to.	HP14	stated	this	to	be	the	case	because	the	parents	would	not	accept	and	
































BP 3-mother BP 4-Father HP1/HP16 
 


































were	 concerned	 that	 their	 daughter	 may	 be	 isolated	 as	 a	 result.	 The	 father	
commented	 he	 had	 revised	 his	 heteronormative	 and	 homophobic	 thinking	 as	 he	
may	have	a	daughter	who	might	express	an	interest	in	same	sex	relationships	when	
they	were	older.		
This	 family	 illustrates	 the	 complexity	 of	 managing	 future	 worries	 by	 parents	
choosing	 to	 help	 their	 daughters’	 bodies	 “conform”	 to	 the	 norm.	 However,	 the	
parents	were	willing	to	adjust	their	own	normative	thinking	to	be	more	accepting	of	
different	 behaviour	 and	 possible	 future	 diversity	 around	 sexuality	 and	 gender	
expression	 in	 their	 children.	 Both	 HPs	 were	 offering	 support	 to	 the	 parents;	
however,	 the	 parents	 said	 they	would	 have	 liked	more	 specialised	 psychological	
help	 to	 manage	 communicating	 with	 their	 children	 as	 they	 grow	 and	 develop,	
reflecting	the	need	for	support.	


















JP 14-mother JP15 -mother  HP3/HP11 
 
This	situation	had	the	same	issues	regarding	the	desire	to	conform	to	the	norm	and	





































harboured	 the	 same	 concerns	 about	 the	 future	 for	 this	 child	 but	 was	 able	 to	
recognise	 that	 it	 was	 what	 the	 parents	 wanted	 and	 was	 able	 to	 support	 their	






support	 from	parents	who	were	younger	 (the	 support	person	 they	 spoke	 to	had	
children	that	were	now	adults).	They	specifically	wanted	ideas	about	how	to	talk	to	






8.5 Common themes across the 3 participant groups 
Table 8:7 common themes 





Communication	 issues	were	the	most	common	theme.	Participants	 from	all	 three	
groups	reported	experiencing	difficulties	in	relation	to	communication,	though	it	is	
important	to	note	that	not	all	communication	was	difficult.	Although	many	parents,	
young	 people	 and	HPs	 indicated	 good	 communication,	 there	were,	 nevertheless,	
many	examples	of	poor	communication.	This	provides	a	clear	indication	that	there	





In	 order	 to	 understand	 and	make	 decisions	 around	 complex	 issues,	 information	
needs	to	be	presented	in	an	accessible	and	sensitive	manner.	It	was	reported	that	
the	 information	 provided	 needs	 to	 be	 more	 comprehensive	 to	 allow	 for	 fully	




HPs	 raised	 issues	 around	 the	 delicacy	 of	 talking	 about	 personal	 issues	 such	 as	
genitals,	 sexuality,	 uncertainty	 of	 gender,	 and	 the	 emotions	 surrounding	 these	
sensitive	 topics.	For	 some	HPs	 this	was	 incredibly	difficult	or	awkward	and	 they	






Parents	 and	young	people	 talked	at	 length	about	needing	more	 time,	more	open	
communication,	and	better	listening	skills	from	their	HPs.	






experiencing	 bias	 themselves,	 then	 becoming	 aware	 and	 shifting	 to	 be	 more	









female.	 Despite	 increasing	 science	 suggesting	 sex	 and	 gender	 are	 more	 of	 a	
spectrum,	 and	 at	 times	 fluid,	 a	 strong	 societal	 bias	 remains	 towards	 the	 binary	
(3.2.5).	The	expectation	to	be	able	to	clearly	define	whether	a	child	is	male	or	female	
is	still	 the	dominant	discourse.	This	 is	complicated	by	the	fact	that	the	reality	 for	
most	people	born	with	a	VSC/DSD	is	that	it	will	become	clear	whether	they	are	male	







that	HPs	were	better	 to	decide	 their	 fate	as	a	baby	 than	parents,	 suggesting	 they	
believe	that	their	parents	may	have	more	bias	than	HPs.	
The	 biases	 discussed	 above	 correlated	 with	 a	 tendency	 to	 want	 to	 reshape	 the	
person	with	 a	 VSC/DSD	 to	 fit	 the	 binary	 norm,	which	 I	will	 address	 in	 the	 next	
section.	
8.5.3 Norms  













conform	 to	 norms.	 The	 point	 here	 is	 that	 there	 is	 a	 clear	 and	well	 documented	
history	 of	 the	 damage	 caused	 by	making	 children	 conform	 to	 prevailing	 gender	













resisting	 the	 urge	 to	 go	 for	 the	 “quick	 fix”	 so	 that	 parents	 and	 others	 can	 feel	
comfortable	and	assured	of	their	child’s	gender.		
If	a	young	person	decides	to	conform	to	a	norm	regarding	their	body	and	the	way	it	
looks	 or	 performs,	 then	 that	 is	 a	 choice	 they	 can	 make	 as	 someone	 who	 has	
autonomy	 and	 agency	 to	make	 their	 own	 decisions.	 Otherwise	we	 are	 at	 risk	 of	
creating	another	binary	of	“conformity	or	deformity’,	when	in	fact,	if	we	disrupt	the	
norm,	rethink	what	is	normal	and	reimagine	what	is	possible,	then	we	can	recreate	
or	 reinvent	 existing	 norms.	 Figure	 8:5	 below	 visually	 represents	 this	 cycle.	 This	
cycle	was	originally	used	for	business	branding.	I	use	it	here	to	conceptualise	how	
young	people,	parents	and	health	professionals	could	hold	what	 is	present	 in	the	














Table 8:8 exploring the cycle of disruption 
 Disruption of the Norm Cycle  
Disrupt  “Girls must have a small clitoris to be normal”  
Rethink “Everyone is different, clitoris size will vary” 
Reimagine  “Just because my baby’s clitoris is bigger, that doesn’t make her 
abnormal” 





surgically	 reshaping	 them	 to	 reflect	 the	 ideal	 norm	 is	 in	 itself	 is	 a	 permanent	
message	 to	 that	 person	 that	 they	 were	 born	 “not	 normal’.	 The	 permanence	 of	
surgery	can	 lead	to	 internalised	stigma	and	psychological	distress,	as	reflected	 in	
chapter	two.	That	has	proven	to	be	psychologically	very	harmful,	including	the	loss	










given	 the	 choice	 so	 as	 to	 support	 puberty,	 whereas	 some	 parents	 and	 HPs	may	
recommend	that	they	be	removed	to	avoid	future	risks.	
8.5.4 Support  
All	the	young	people	participants	thought	it	would	be	useful	to	have	peer	support	in	
Aotearoa/NZ.	Those	who	had	 sought	peers	 through	online	 support	 found	 it	 very	












advocates	 for	VSC	human	 rights	 and	awareness	 raising,	 this	does	not	need	 to	be	
regarded	as	negative.	The	majority	who	had	talked	to	peer	support	groups	were	just	




Parents	wished	 they	 had	 support	 from	 other	 parents,	 though	 one	 set	 of	 parents	
found	 the	 parents	 they	 spoke	 to	 unhelpful	 due	 to	 a	 focus	 on	 the	 effects	 on	 the	
parent’s	relationship.	Others	wished	there	were	younger	parents	closer	to	their	age	
to	 talk	 to,	 rather	 than	parents	whose	children	had	now	grown	up	and	 left	home.	
Some	parents	also	shared	the	concerns	that	HPs	raised	regarding	peer	support	for	
their	 teens.	 Parents	 were	 at	 times	 overwhelmed	 by	 the	 online	 presence	 of	







variation;	 opportunities	 for	 training	 from	 those	 with	 lived	 experience;	 and	 self-
reflection	(5.5.1&	5.5.6.2).		
Young	 people,	 parents	 and	 HPs	 all	 wished	 for	 better	 specialised	 psychological	
support	 for	all	 concerned.	Overall,	 each	group	wished	 there	was	better	access	 to	




8.6 Unique elements affecting decision making  




Table 8:9 Unique elements effecting decision making  
 
 









discovering	 and	 redefining	 their	 identity,	 and	 there	 is	 temporal	 fluidity.	 For	 this	
group	of	young	people	there	can	be	particular	issues	around	what	it	means	to	have	
a	different	chromosomal	and	or	hormonal	make	up	that	makes	development	of	self-
identity	 different	 to	 what	 is	 typical.	 For	 example,	 some	 of	 the	 young	 women	









8.6.2 Health professionals  













commented	 there	 was	 value	 in	 learning	 from	 those	 directly	 affected	 by	 the	
treatment	offered	at	a	given	point	in	time.	However,	such	knowledge	garnered	from	
lived	experience	often	intensified	their	self-expectation	to	“first	do	no	harm”.	The	
reality,	 given	 the	 lack	 of	 outcome	 data,	 is	 that	 they	 were	 left	 feeling	 somewhat	




8.6.3 Parents  
In	the	case	of	life	threatening	and	function	focused	medical	procedures	parents	were	




side	 their	 decision	 making	 would	 fall	 (i.e.	 whether	 it	 would	 be	 what	 the	 child	




child,	 while	 on	 the	 other	 hand	 thinking	 of	 society’s	 expectations	 of	 what	 is	
considered	normal.	These	are	huge	dilemmas	with	the	underlying	question	being	
whether	they	should	be	making	that	decision	for	their	child.		
The	 pressure	 of	 what	 was	 right	 for	 their	 child	 and	 worries	 about	 what	 their	




of	 adolescent	 breast	 tissue	 in	 a	 male),	 whereas	 the	 young	 person	 could	 have	 a	
different	point	of	view,	if	they	were	able	to	decide	for	themselves.	
All	of	 these	elements,	whether	 they	be	 the	 four	common	ones	of	communication,	




Decision	 making	 in	 the	 health	 care	 of	 children	 born	 with	 a	 VSC	 is	 extremely	
challenging,	as	has	been	expressed	by	members	of	all	three	participant	groups,	and	
supported	by	 the	 literature.	 I	would	argue	 that	 the	presence	of	 trust	was	the	all-
inclusive	 foundational	 element	 that	 underpinned	 the	 perceptions	 of	 all	 three	
participant	groups.	Trust	 is	 the	element	 that	ultimately	 forms	 the	 framework	 for	
shared	 decision	 making.	 The	 other	 elements	 of	 communication,	 bias,	 norms,	
support,	 autonomy,	 learning	 from	 the	 past,	 and	 awareness	 and	 acceptance	 of	
diversity	 all	 require	 trust	 in	 one	 form	 or	 another.	 Trust	 is	 created	 through	
relationship	and	is	a	very	personal	and	powerful	construct	that	accordingly	informs	
what	 decisions	 participants	will	make.	 As	 one	 parent	 put	 it	 “a	 circle	 of	 trust”	 is	
 274	





Figure 8:6 Circle of Trust regarding Decision making  
 
First	of	all,	parents	need	to	trust	each	other	and	have	“each	other’s	back”	as	is	the	




























trust	 in	 them	and	 it	wasn’t	a	negative	and	 it	 isn’t	a	negative	
thing,	 it	 was	 me	 taking	 that	 step	 back	 and	 going	 actually	

































senior	 staff	 they’re	working	with	 and	 the	 reality	 of	 patients’	














that	are	often	 long	 lasting	throughout	a	child’s	 life	before	they	are	transferred	to	
equivalent	 adult	 services.	 Trust	 is	 the	 element	 that	 can	 sway	 a	 parent	 or	 young	






Trust	 also	 underpins	 the	 HPs’	 desire	 to	 “do	 the	 right	 thing”	 and	 “do	 no	 harm”.	
However,	HPs	 are	basing	 that	 on	what	 they	often	know	 to	be	data	 that	 is	 either	
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limited	 or	 poorly	 researched	 and	 at	 times	 based	 on	 a	 “best	 guess”	 or	 caseload	
experience	 and	 bias.	 HPs	 are	 also	 having	 to	 place	 their	 trust	 in	 professional	
guidelines	that	are	constantly	evolving.		
8.8 Summary 
In	 this	 chapter	 I	 have	 taken	 a	 comparative	 look	 across	 all	 the	 three	 participant	





The	 key	 thematic	 elements	 in	 common	 across	 all	 groups	 were	 communication,	
norms,	support	and	bias.	These	impacted	on	each	group	in	nuanced	ways	reflecting	
the	 complexity	 of	 decision	 making.	 Applying	 a	 critical	 lens	 and	 analysis	 also	
indicates	the	layers	of	influence	arising	from	a	desire	to	conform	to	normative	ideal	














improvement.	 Issues	 of	 availability	 of	 support	 were	 identified,	 especially	







reduced	 isolation	 and	 shame.	 Connecting	 with	 peers	 was	 psychologically	
empowering	and	was	a	gateway	to	acceptance	of	difference	and	diversity,	reframing	
the	 norm	 and	 at	 times	 rejecting	 the	 norm	 in	 favour	 of	 creating	 new	 norms	 and	
identity.	
Trust	was	an	overarching	theme	that	scaffolded	all	the	other	themes	and	intersects	


















“Stretching beyond the binary” 
9.1 Summary of the research 
This	 research	 set	 out	 to	 understand	 the	 elements	 that	 influence	 contemporary	
decision	 making	 for	 children	 and	 young	 people	 born	 with	 a	 VSC/DSD	 in	
Aotearoa/NZ.	One	of	the	unique	aspects	and		strengths	of	this	research	was	taking	a	




document),	 I	 wanted	 to	 honour	 the	 principles	 of	 partnership,	 participation	 and	
protection.	Therefore,	I	developed	“practical	partnerships”	with	Māori,	people	born	
with	 a	 VSC/DSD	 and	 health	 professionals.	 This	 research	 demonstrates	 close	
collaboration	between	activists	 and	academics	 through	all	 stages	of	 the	 research	
design	 and	 process.	 I	 established	 and	 maintained	 working	 relationships	 with	






each	 other,	 or	 even	 openly	 adversarial;	 therefore,	 doing	 collaborative	work	with	
both	 groups	 can	 be	 challenging.	 Central	 to	 the	 success	 of	 this	 research	 was	 the	







the	 literature,	 including	 culture,	 religion,	 media,	 medicine,	 science,	 intersex	
activism,	 human	 rights	 and	 legal	 constraints.	 Chapter	 three	 detailed	 the	
complexities	 of	 VSC/DSD	 from	 a	 scientific	 and	 biological	 perspective.	 These	
chapters	highlight	 the	 importance	of	 involving	all	 the	key	people	 in	 the	 research	





Critical	 realism	 and	 feminist	 principles	 underpin	 my	 methodological	 approach,	
emphasising	 inclusion	and	ensuring	that	participants’	realities	are	expressed	and	
understood	within	the	constructs	of	society,	as	discussed	in	chapter	four.		
Chapters	 five	 to	 seven	 give	 an	 active	 voice	 to	 all	 three	 participant	 groups	 and	
demonstrate	 the	 diversity	 of	 experiences	 and	 opinions	 regarding	 the	 drivers	 of	




and	 expectations	 and	 recognition	 of	 the	 past	 for	 the	 health	 professionals.	 The	
overarching	 theme	 was	 trust,	 which	 is	 important	 in	 forming	 the	 foundation	 for	
decision	making.	These	themes,	along	with	the	findings	of	the	decision	scale,	were	
discussed	in	chapter	eight	(table	8:1).		
In	 this	 chapter,	 I	 will	 discuss	 findings;	 the	 key	 elements	 of	 decision	 making;	 a	
decision	making	tool	based	on	the	research	findings	(figure	9:1);	 limitations;	and	
conclusions.	
9.2 Discussion of findings  





Many	 of	 the	 issues	 raised	 in	 this	 research	 relate	 to	 the	 concept	 of	 gender.	 My	





in	 order	 to	 demonstrate	 our	 gender	 to	 others.	 Therefore,	 the	 anatomy	 of	 an	
individual’s	genitals	does	not	have	to	be	a	critical	factor	in	their	gender	identity	or	













them	 notions	 of	 the	 binary	 and	 gender	 stereotypes	 that	 are	 less	 progressive.	











heavily	 dependent	 on	 the	 references	 of	 their	 senior	 colleagues	 and	 there	 are	 a	
limited	number	of	specialist	centres.		
One	 way	 to	 counteract	 the	 power	 dynamic	 would	 be	 to	 follow	 the	 example	 of	
Melbourne’s	 Royal	 Children’s	Hospital	 (MRCH).	 At	 the	MRCH	 they	 are	 trialling	 a	
VSC/DSD	 clinical	 coordinator	 role.	 The	 coordinator	 role	 could	 support	 more	
progressive	point	of	view	which	in	turn	would	support	younger	HPs’	who	also	hold	
similar	points	of	view.	The	role	has	the	aspirations	of:	“improving	patient	and	family	
access	 to	Multi	 Disciplinarian	 Team	 (MDT)	 and	 opportunities	 for	 open	 dialogue;	
enhanced	MDT	discussion	and	clinical	pathways;	increased	transparency	in	decision	











significant	 advantage	 of	 a	 VSC/DSD	 co-ordinator	 role	 is	 increased	 transparency,	
access	to	appropriate	resources	and	promotion	of	autonomy.	Ongoing	education	of	
staff	 and	 resource	 development	 could	 be	 part	 of	 the	 role,	 ensuring	 broader	
understandings	of	gender	and	encouragement	of	staff	self-reflection.	A	coordinator	
could	 ensure	 parents	 and	 young	 people	 had	 “thinking	 space”	 to	make	 informed	
decisions.		












The	data	 from	 the	 three	participant	 groups	 indicated	 a	number	of	 elements	 that	
were	 common	 for	 all,	 and	 some	 that	 were	 group	 specific.	 The	 key	 overarching	
element	was	“trust”,	as	is	visually	represented	in	table	8:1	below	(reproduced	from	
Chapter	Eight	for	convenience).	




















option	may	 be	 favoured,	whereas	 in	 another	 part	 of	 the	 country	 it	 could	 be	 the	
opposite.	The	implication	of	discrepancy	in	clinical	approach	between	centres	is	that	
standard	 treatment	 will	 vary	 due	 to	 geography	 (i.e.	 the	 same	 patient	 would	 be	






their	 advice	 to	 their	patients	 (3.10.1).	 In	particular	 there	 is	 a	 lack	of	 evidence	 to	
inform	decisions	about	genital	 surgery	 that	 is	not	 for	 functional	 reasons,	 such	as	






these	 informal	 arrangements	 more	 formal	 and	 therefore	 more	 consistent,	








effective	 solutions	 to	 this	problem,	 led	by	HPs,	 including	ensuring	 resources	and	
information	are	available	to	local	locations	via	Skype	or	teleconferencing.	
It	 is	 important	 HPs	 be	 open	 with	 the	 patient	 and/or	 parents	 concerned	 about	
uncertainty.	Some	HPs	indicated	that	they	felt	the	need	to	provide	clarity	rather	than	









they	 have	 differing	 opinions,	 in	 order	 to	 optimise	 patient	 care.	 I	 suspect	 this	 is	
especially	 true	 for	 more	 junior	 staff	 who	 may	 hold	 different	 and	 more	 broad	
understandings	 of	 sexual	 orientation,	 gender	 identity	 and	 sex	 characteristics	







more	 likely	 they	will	create	 trusted	spaces	 for	open	discussion	with	patients	and	
families.		
People	born	with	a	VSC/DSD	and	their	parents	are	therefore	especially	reliant	on	
trusting	relationships	with	 their	HPs.	This	 is	due	 to	 the	historical	 legacy	of	harm	
experienced	 by	 people	 with	 a	 VSC/DSD	 in	 the	 health	 system	 (2.4.4).	 Historical	
injustices	 create	 an	 environment	 of	 distrust,	 and	 HPs	 working	 with	 current	






I/VSC	 support	 groups	 are	 openly	 critical	 of	 HPs.	 Advocates’	 animosity	 and	
scepticism	can	be	seen	by	HPs	as	a	barrier	to	patients	establishing	trust	within	the	
HP-patient	 relationship.	 As	 a	 consequence,	 some	 HPs	 reported	 that	 they	 are	






support,	 along	 with	 “a	 caution”	 that	 information	 from	 advocates	 may	 be	 an	
unbalanced,	 overly	 pessimistic	 view	 of	 medical	 intervention,	 dominated	 by	 the	
voices	of	a	few	disgruntled	patients	(5.5.61).	I	think	these	warnings	are	unnecessary	
and	potentially	counter-productive.	Research	on	how	to	develop	trust	within	health	
care	 shows	 that	 honesty	 and	 openness	 are	 important	 factors	 in	 building	 trust	
(Dawson,	 2015;	 Hardin,	 2006).	 I	 would	 contend	 that	 not	 being	 open	 about	 the	
current	debate	and	not	referring	to	advocate	or	peer	support	is	harking	back	to	the	
days	of	non-disclosure,	as	it	does	not	give	parents	and	young	people	the	full	picture	
so	 that	 they	 can	 evaluate	 the	 various	 debates	 and	 concerns.	 Competing	 and	
conflicting	information	from	HPs	and	advocates	may	raise	concerns	and	confusion	
for	 parents	 and	 patients.	 However,	 if	 they	 are	 given	 support,	 time	 and	 space	 to	
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consider	 these	 different	 perspectives,	 and	 if	 HPs	 frame	 advocates’	 competing	
accounts	as	an	important	alternative	perspective	on	healthcare,	future	thinking	and	








they	 would	 be	 appreciative	 of	 “upfront”	 and	 open	 discussion	 of	 competing	
narratives	about	early	intervention	for	children	with	a	VSC/DSD.		
Research	by	Skirbekk	and	colleagues	differentiates	two	types	of	“mandates	of	trust”:	




of	 trust:	 “an	 early	 interest	 in	 the	 patients’	 wellbeing;	 sensitivity;	 giving	 time	
/continuity;	 building	 alliances;	 and	 bracketing	 normal	 role	 behaviour	 for	 short	
periods	of	time.”	Many	HPs	in	my	study	would	employ	some	of	these	elements,	in	
particular	 taking	 an	 early	 interest	 and	 making	 extra	 time	 (as	 reported	 by	 HPs,	
parents	and	young	people).	Skarbekk’s	 study	also	 indicates	where	some	HPs	can	
improve,	 for	example	 in	 terms	of	 sensitivity	and	breaking	normal	 role	behaviour	
(e.g.	sharing	a	sense	of	humour).	An	open	mandate	for	trust	is	established	when	the	
patient	 considers	 the	 HP	 trustworthy,	 and	 the	 HP	 aiming	 for	 good	 medical	








HPs	about	 the	 clarity	of	 treatment	options	 and	 the	potential	 ramifications	 in	 the	









9.2.3 Bodily autonomy 
The	young	people	in	this	research	indicated	that	bodily	autonomy	was	extremely	
important	and	was,	in	their	view,	a	human	right	they	should	not	be	denied.	This	view	




that	 meant	 they	 hoped	 their	 parents	 would	 delay	 non-medically	 necessary	
treatment	so	they	could	decide	for	themselves	when	they	developed	capacity	and	
maturity.	 However,	 young	 people	 also	 expressed	 doubt	 that	 their	 parents	 could	
achieve	this.	This	was	reflected	in	the	decision	scale,	where	young	people	trusted	
the	HP	over	their	parents	to	make	decisions	in	their	best	interest	retrospectively.	









identity,	 sexual	 orientation	 and	 sex	 characteristics.	 These	 are	 all	 complicated	
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personal	processes	and	have	a	variety	of	 influences	 that	happen	over	a	 life	span.	




their	 child’s	 future	 best	 interests.	 But	 here,	 young	 people	 are	 emphasizing	 that	
where	there	is	scope	to	delay	decision	making	or	ensure	a	more	open	future,	parents	










hopes	 for	 their	 children	 in	 the	 future-	 but	 they	 are	 just	 that,	 hopes,	 and	 not	
something	we	should	gamble	on	when	it	comes	to	an	 individual’s	own	body.	The	
theme	 of	 bodily	 autonomy	 intersects	with	 the	 elements	 identified	 by	 parents	 of	
future	worries	and	what’s	right,	and	will	be	examined	further	under	their	respective	
headings	later	in	the	discussion.	
The	point	 is	 that	 some	of	 these	procedures	may	not	be	medically	necessary,	 and	
these	are	areas	that	are	deeply	personal	to	an	individual.	For	example,	several	of	the	
young	people	 in	this	study	who	had	not	had	surgery	 for	what	was	considered	an	
























suggest	 that	 appearance	 based	 surgery	 accentuates	 feelings	 of	 difference,	 shame	
and	 stigma	 (Chadwick,	 Smyth,	 &	 Liao,	 2014;	 Liao,	 Tacconelli,	 Wood,	 Conway,	 &	




The	 theme	 of	 bodily	 autonomy	 intersects	 considerably	 with	 the	 way	 norms	 are	
constructed	 in	 relation	 to	 gender	 and	what	 is	 considered	 the	 norm	 for	 the	way	
bodies	should	look	and	behave;	this	is	discussed	in	detail	in	the	following	section.	
Communication,	support	and	identity	are	also	important	elements	for	young	people	
when	 navigating	 how	 they	 feel	 about	 their	 difference,	 and	 these	 themes	will	 be	
elaborated	on	later	in	this	chapter.	
9.2.4 Norms  
Norms	are	the	anchor	that	can	tethers	us	to	societal	expectations	reflecting	what	is	





and	difference	and	 causing	psychological	harm	or	 social	 isolation	as	 reported	by	
those	with	lived	experience	(Davis	,2015,	Devore,	2015,	Pagonis,	2015,	Viloria,	2017,	
Carpenter,2018,	Douche	&	Mitchell	2018,	and	Vecchietti	,2018).		
Martin	 postulated	 the	 theory	 that	 there	 is	 a	 distinction	 between	 the	 typical	 or	
standard	norm,	based	on	statistical	average,	and	the	social	norm,	which	is	seen	as	
the	 ideal	norm.	The	 ideal	norm	dictates	what	 is	morally	 correct	 and	ought	 to	be	
adhered	to	(Martin,	1964).	Other	researchers	have	developed	this	 idea	further	 in	






conform	 to	 the	 norm	 or	 risk	 being	 seen	 as	 abnormal	 or	 deformed.	 The	 need	 to	
conform	to	norms	intersects	with	the	element	of	expectations	(5.5.2),	where	HPs	are	
trying	 to	 align	 their	 clinical	 care	 with	 socio-cultural	 norms	 and	 meet	 the	
expectations	of	parents	(5.5.3).	
A	review	paper	on	psychosocial	health	care	in	this	area	critiques	prior	research	from	
2007-2017	 (Roen,	 2019).	 Roen	 argues	 that	 the	 idea	 that	 parental	 distress	 about	
their	child’s	different	genitals	is	only	addressed	by	genital	surgery	to	normalise	their	
child	is	unfounded.	Roen	concludes	that	there	is	“no	clear	psychosocial	evidence”	
that	 such	 surgery	 on	 infants	 “reduces	 psychosocial	 issues”	 for	 the	 child	 (Roen,	
2019).	
Actively	 disrupting	 norms	 allows	 more	 freedom	 for	 people	 to	 redefine	 what	 is	
normal.	 This	 process	 was	 apparent	 in	 the	 data	 from	 some	 young	 people	 and	
parents(6.6.2/6.63	&	7.7.2/7.7.3).	It	is	important	for	all-	parents,	young	people	and	














some	 of	 these	more	 delicate	 issues,	 because	 they	 felt	 uncomfortable	 or	 anxious	
about	entering	into	these	conversations,	especially	around	gender,	sexuality	and	the	
variation.	 For	 instance,	 if	 the	 variation	 resulted	 in	 a	 young	 women	 having	 a	 Y	
chromosome,	 they	may	 feel	 awkward	discussing	 this	 fact	 for	 fear	 that	 the	young	
person	would	“freak	out”.	My	research	with	young	people	demonstrated	that	HPs	
fear	in	this	regard	was	well	founded,	as	young	people	did	react	negatively	when	they	




field	who	 have	 developed	 strategies	 to	manage	 challenging	 communication	with	





















Young	 people	 felt	 communication	 could	 be	 improved,	 especially	 around	
transparency	and	sensitivity	(7.6.1).	The	data	indicated	HPs	need	to	be	aware	of	the	




They	 way	 HPs	 communicate	 matters.	 It	 can	 make	 someone	 feel	 confident	 in	
themselves,	or	it	can	make	them	doubt	themselves	or	plunge	them	into	a	crisis	of	
identity.	 Overall,	 young	 people	 perceived	 that	 HPs’	 communication	 skills	 were	
lacking	and	in	need	of	improvement.	My	observations	suggested	that	HPs	expressed	
a	 lack	of	awareness	around	their	own	biases	and	privilege	apart	 from	a	 few	who	




aspects	 of	 decision	 making,	 whether	 it	 be	 heteronormative	 bias	 towards	







think	 it	 implausible	 a	 child	 could	 cope	with	 having	 a	 differently	 sexed	body	 and	




(implicit),	and	 this	can	come	 from	a	place	of	privilege	 i.e.	being	a	member	of	 the	
dominant	culture	and	discourse.	One	young	person	commented	that	most	HPs	are	
cisgender,	white	and	straight	and	 it	 is	 likely	 that	 this	 is	 indeed	the	case.	HPs	and	
parents	 should	 be	 given	 the	 space	 and	 support	 to	 reflect	 on	 their	 biases	 (both	
explicit	 and	 implicit)	 and	 how	 this	 could	 be	 influencing	 and	 distorting	 their	
perceptions,	 decision	making	 and	 actions.	 The	 young	 person/adult	may	 become	
resentful	 towards	 their	 parents/HPs	 if	 they	 were	 not	 mindful	 of	 their	 potential	
biases	and	the	impact	these	could	have	on	the	child	as	a	result	of	the	decisions	made	





and	 tools	 to	 support	 such	 self-reflection	 and	 understanding,	 for	 example	 Project	
Implicit	run	by	Harvard	University	that	supports	people	exploring	their	implicit	bias	






their	 email	 or	 phone	 contact.	 These	 efforts	 also	 contributed	 to	 building	 trust	
between	families	and	HPs		(Skirbekk	et	al.,	2011).	However,	the	effectiveness	of	the	
support	offered	also	depended	on	the	HP’s	communication	skills,	bias	and	the	HP’s	
perspective	 on	 cultural	 norms	 regarding	 anatomy,	 gender	 and	 sexuality.	 This	
affected	whether	parents	or	young	people	were	directed	to	peer	support	groups	and	
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psychological	 support,	 and	 whether	 ongoing	 offers	 of	 support	 throughout	 the	
affected	person’s	development	were	made.	
The	 data	 from	all	 three	 groups	 revealed	 the	 need	 for	 better	 support	 in	 terms	 of	
written,	online	resources;	trained	support	staff	such	as	nurse	specialists;	and	social	
workers	or	psychologists	to	offer	one-to-one	support	to	parents	and	young	people.	
This	 finding	 is	 consistent	with	 existing	 research	 suggesting	 additional	 support	 is	
needed,	especially	to	assist	parents	and	young	people	to	navigate	the	often	complex	
information	 and	 healthcare	 systems	 (Liao	 &	 Simmonds,	 2014;	 Lundberg,	 Roen,	
Hirschberg,	 &	 Frisen,	 2016;	 Roen,	 2019;	 Tamar-Mattis,	 Baratz,	 Baratz	 Dalke,	 &	
Karkazis,	2013)	
HPs	 acknowledged	 that	 they	 were	 often	 not	 equipped	 to	 manage	 families’	
psychosocial	needs.	However,	this	function	often	fell	to	HPs	by	default,	as	there	were	














groups	 led	by	advocates	who	are	themselves	 living	with	a	 I/VSC.	These	concerns	
included	 the	 fear	 that	 advocates	 might	 express	 negative	 views	 of	 health	 care	
providers	or	of	the	treatment	the	child	had	received.	For	HPs,	an	additional	fear	was	
that	 the	 young	person	or	 parent	may	be	 indoctrinated	with	 unhelpful	 ideas	 that	
would	 lead	them	to	question	the	HP's	suggested	treatment.	The	data	showed	the	
contrary	 for	 the	 young	 people,	 who	 reported	 feeling	 more	 confident	 about	
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Finding	 peer	 support	 was	 a	 challenge	 for	 young	 people.	 Many	 young	 people	
discovered	 these	 peer	 groups	 themselves	 as	 no	 one	 had	 directed	 them	 to	 them.	









9.2.8 Expectations and recognition of the past  
Data	from	HPs	indicated	that	many	were	mindful	of	the	John	Money	era	and	some	




However,	many	HPs	were	 cautious	 about	 the	need	 for	 further	 advocacy	because		
they	believed	treatment	protocols	had	changed	dramatically	since	the	Money	era.	
HPs	 reported	 there	 were	 better	 surgical	 techniques;	 open	 and	 full	 disclosure	
protocols	 around	 gender	 assignment;	 evolving	 science;	 and	 advances	 in	 genetics	
and	testing.	HPs	were	clear	a	boy	would	now	never	be	reassigned	as	a	girl	for	simply	
being	born	with	a	small	penis	and	girls	would	not	have	their	clitoris	removed.	









the	 future.	 HPs	 found	 it	 difficult	 to	 balance	 these	 considerations	 and	 meet	 the	
various	 expectations	 that	 were	 at	 times	 challenging	 to	 manage,	 especially	 with	
parents	 (5.5.2).	 These	 expectations	 are	 complicated	 by	 the	 ethical	 issue	 of	 there	
being	a	lack	of	robust	data	to	inform	decision	making		as	discussed	in	chapter	five	
and	reflected	in	the	literature	(Karkazis,2008,	Diamond	&	Garland	2014,Roen	2019)	











threatening,	 health	 challenges	 and	 these	 took	 priority	 over	 concerns	 about	 the	
VSC/DSD.	 Some	 parents	 experienced	 uncertainty	 and	 sometimes	 wondered	
whether	 they	had	caused	 the	 issue	 in	 the	 first	place	due	 to	 “bad	genes”.	 In	 these	
circumstances’	 parents	 need	 psychological	 support	 to	 help	manage	 and	mitigate	
these	 anxieties	 (Engberg,	 Moller,	 Hagenfeldt,	 Nordenskjold,	 &	 Frisen,	 2016;	
Lundberg	 et	 al.,	 2017).	 My	 research	 indicates	 a	 lack	 of	 access	 to	 specialised	
professional	support	and	parent	peer	support	and	little	opportunity	to	discuss	these	
concerns	in	a	health	context	(6.8).	
9.3 Decision making tool based on research findings and visual summary 
As	demonstrated	by	my	research,	the	decision	making	process	is	complex	and	I	have	
summarised	this	visually	in	Figure	9.1.	One	solution	suggested	by	all	three	groups	
was	 to	 have	more	 resources	 hence	 the	 development	 initial	 development	 of	 this	
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The	 questions	 in	 the	 diagram	 could	 be	 adopted	 to	 fit	 any	 or	 all	 of	 the	 three	
participant	groups.	They	are	a	prompt	to	consider	the	elements	of	influence	in	turn	
and	how	each	 impacts	on	the	way	decisions	are	made.	This	decision	making	 tool	
could	 help	 raise	 awareness	 and	 facilitate	 self-reflection.	 These	 questions	 are	
designed	 to	 ensure	 that	 decision	 making	 is	 robust,	 systematic	 and	 considers	 a	























● Is this decision 
making for me or 
my child? 
● Have I considered 
what those with 
lived experience 
have said?
● Will my child be 
happy with my 
decisions in the 
future?
● Have I considered  
identity develops 
over time and is 
deeply personal?  
● Whose 
expectations am I 
meeting -mine, 
parents, societies 
or what I think is 
the child's?
● Does  my 
child have  








● Have I considered what 
norms I am accepting or 
rejecting?
● Is diversity and 
acceptance of difference a 
part of my thinking?
● Have I given and got 
the support needed?
● Have I included peer 
support?
● Have I provided full information? 
● Have I given options?














due	 to	 the	 primary	 research	 focus	 on	 HPs	 who	 have	 a	 direct	 responsibility	 for	
guiding	 decision	 making	 processes.	 Future	 research	 could	 explore	 the	 views	 of	
midwives	and	nurse	specialists	working	in	this	area.	
This	 study	 also	 had	 limited	 representation	 from	 Māori	 and	 Pacific	 Island	
communities.	 There	 were	 no	 male	 participants	 among	 the	 young	 people	
interviewed,	despite	my	specific	 recruitment	efforts.	This	will	mean	a	bias	 to	 the	
female	perspective	for		the	young	people	data.	Despite	my	attempts	to	recruit	Māori	
people	by	working	with	Māori	networks,	the	fact	I	am	a	white	woman	may	have	been	
a	 barrier.	 In	 addition,	Māori	may	have	 the	 cultural	 barrier	 of	 feeling	 “whakamā”	
(shameful	or	embarrassed)	about	talking	about	such	personal	matters.	This	would	
be	equally	true	for	people	from	Pasifika	cultures.	Future	research	should	endeavour	











The	young	people	were	all	 very	 clear	about	 their	opinion	 that	 interventions	 that	







research.	 HPs	 may	 have	 been	 more	 inclined	 to	 recommend	 families	 who	 they	
believed	had	had	positive	health	 care	 experiences.	 This	 also	meant	we	 recruited	
people	 currently	 in	 the	 health	 care	 system	which	was	 a	 strength	 as	 I	wanted	 to	
understand	their	health	care	experiences.	Two	participants	approached	me	directly	
as	 a	 result	 of	 online	 recruitment	 through	 ITANZ	 and	 allied	 support	 services.	




only	 the	 data	 from	 young	 people	 proved	 statistically	 significant.	 However,	 the	
process	of	collecting	 the	data,	provided	useful	 insights	 into	participants’	decision	
making	processes,	even	for	those	who	could	not	complete	the	decision	scale.	
Some	 may	 see	 the	 “practical	 partnerships”,	 particularly	 with	 the	 two	 dominant	




research	 process.	 This	 approach	 provided	 a	 balance	 of	 opinion	 and	 input	which	
strengthened	 the	 research.	 Regular	 supervision	 throughout	 the	 research	process	
and	 contact	 with	 my	 advisors,	 along	 with	 my	 own	 reflective	 process,	 provided	
robust	checks	to	identify	and	challenge	my	own	potential	biases.		

















better	 to	 disrupt	 these	 norms	 so	 as	 to	 allow	 opportunities	 for	 diversity	 and	
acceptance.	Thirdly,	and	most	importantly,	we	should	remember	that	each	person	









HPs	 and	 parents	 are	 faced	 with	 the	 challenge	 of	 making	 decisions	 in	 the	 best	
interests	of	the	child.	Given	the	range	of	VSC/DSDs	and	the	various	complexities,	it	






Acting	 in	 a	 child’s	 best	 interests	 requires	 both	 beneficent	 intentions	 and	 good	
judgment.	The	vast	majority	of	parents	have	good	intentions	towards	their	children,	









of	 robust	 evidence	 of	 outcomes,	 bias,	 socio-cultural	 norms	 and	 the	 pressure	 of	
expectations	can	dominate	decision	making.	This	is	made	worse	by	a	lack	of	support	
for	 HPs	 and	 parents	 during	 the	 decision	 making	 process.	 In	 combination,	 these	
factors	risk	tipping	the	balance	of	decision	making	towards	the	parents’	and	HPs’	




Difference	 is	 the	 key.	 Is	 it	 offensive	 to	 be	 different	 ?	 Or	 is	 it	 simply	 a	matter	 of	















and	 have	 argued	 that	 the	 evidence	 of	 the	 benefits	 of	 circumcision	 has	 not	 been	
substantiated.	 However,	 parents	 have	 the	 right	 to	 decide	 to	 have	 their	 son	
circumcised	if	they	choose	to,	usually	for	religious	reasons	(Forbes,	2015).		
I/VSC	 activists	 believe	 the	 appearance	 based	 surgery	 performed	 to	 normalize	
infants’	genitals	should	be	viewed	in	the	same	light	as	FGM	and	call	for	increasing	
human	rights	and	legal	support	(2.7.1/2.8).	By	contrast,	most	HPs	reject	the	idea	of	
a	 blanket	 ban	 on	 appearance	 based	 surgery	 because	 this	 may	 threaten	 surgical	





compelling.	 By	 contrast	 children	 with	 a	 VSC/DSD	 can	 more	 easily	 maintain	 the	
privacy	 of	 their	 genitals.	 Second,	 genitals	 are	 physiologically	 the	 focal	 point	 for	
sexual	 pleasure	 (although	 they	 are	 not	 the	 only	 place	 sexual	 pleasure	 is	
experienced)	and	therefore	are	integral	to	the	way	an	individual	experiences	sexual	
pleasure	 and	 intimacy.	 Surgery	 to	 the	 genitals	 carries	 a	 greater	 risk	 of	 reducing	




bodily	 autonomy.	 Supporting	 young	 people	 to	 make	 decisions	 for	 themselves	
regarding	issues	that	are	focused	on	the	appearance	of	their	genitals.	I	believe	our	
health	 providers	 could	 be	 leaders	 by	 taking	 an	 ethical	 stance	 that	 supports	 the	
human	 rights	 of	 self-determination	 and	 bodily	 autonomy	 when	 considering	
appearance	based	surgical	procedures	as	suggested	by	the		Swiss	national	advisory	
commission	on	biomedical	ethics	(2012).	
9.5.2 Implications for future research and better health care 





to	have	an	equal	 say	will	be	key	 if	 the	 collaboration	 that	has	been	developing	 in	
Aotearoa/NZ	between	these	groups	is	to	grow	into	an	equal	partnership.	





intersex	 activist	 and	 academic	 conference	 in	 Italy	 (4.4.2).	 I	 was	 committed	 to	
presenting	 in	 partnership	 with	 Intersex	 Youth	 Aotearoa	 (IYA)	 because	 I	 was	
specifically	reporting	my	findings	on	the	young	people	participants.	Consequently,	I	
invited	Georgia	(one	of	my	participants	who	had	moved	into	an	advocacy	role	not	




embodied	 my	 ethical	 commitment	 to	 research	 integrity,	 active	 partnership	 and	
actively	 privileging	 the	 voices	 of	 young	 people	 born	 I/VSC	 by	 providing	 the	
opportunity	for	those	directly	affected	by	a	VSC/DSD	to	speak	for	themselves.		
The	 NZ	 Human	 Rights	 Commission	 intersex	 roundtables	 and	 the	 subsequent	
formation	of	the	NZ	Paediatric	Clinical	Reference	Group	coincided	with	the	research	
and	I	was	able	to	provide	some	input	as	a	consequence	of	my	research.	For	example,	
I	 recommended	 potential	 people	 to	 include	 as	 participants	 and	 provided	
information	 on	 current	 research	 and	 fostering	 relationships	 between	 I/VSC	
advocates	 and	 HPs.	 The	 implications	 for	 future	 research	 could	 be	 to	 use	
methodologies	 that	 foster	 collaboration	 and	 include	 all	 the	 key	 people	 involved,	
which	has	been	a	strength	of	this	research.	
9.5.2.1 Solutions for improving health care  







Training	 in	 communication	 skills	 is	 also	 needed,	 particularly	 around	 providing	
difficult	information	about	sensitive	and	deeply	personal	topics	such	as	genitals,	sex,	
sex	 characteristic	 variations	 and	 gender.	 Workshops	 and	 role	 plays	 would	 be	 a	




including	 one	 that	 looks	 at	 implicit	 associations	 about	 race,	 gender,	 and	 sexual	





to	 European	 resources	 provided	 though	 International-DSD)	 would	 be	 useful.	
Perhaps	 APEG	 or	 Royal	 Australasian	 College	 of	 	 Surgeons	 	 could	 develop	 such	
resources	 for	 their	members.	Whatever	 the	 training,	 inclusion	of	people	who	are	
I/VSC	is	vital.		
There	 is	 a	 role	 for	 bioethics	 to	 explore	 in	 more	 detail	 the	 ethics	 of	 this	 field,	
especially	 around	 appearance	 based	 genital	 surgery	 and	 removal	 of	 gonads.	
Bioethics	could	offer	advice	in	the	“too	hard	areas”	by	taking	an	ethical	framework	
and	 applying	 it	 to	 these	 instances.	 The	 Swiss	 National	 Advisory	 Commission	 on	
Biomedical	Ethics	produced	a	document	 (2012)	 that	 stated	 that	medical	practice	





can	 champion	a	human	rights	and	ethics	based	 framework	elevating	 the	need	 to	
protect	a	child’s	right	to	bodily	autonomy	and	good	health	outcomes.		
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Aotearoa/NZ	 could	 investigate	 a	 bioethics	 framework	 that	 supports	 HPs,		
professional	bodies	and/or	MOH	policy	makers	to	take	a	stand	on	the	specific	human	
rights	 issues	 for	 children	 and	 young	 people	 born	 with	 a	 VSC/DSD.	 It	 is	 not	
reasonable	to	expect	HPs	to	manage	this	alone	and	without	an	ethics	framework	to	









Another	 solution	 to	 support	 better	 health	 care	would	be	 to	 establish	 and	 fund	 a	
national	 specialist	 centre	 in	 Aotearoa/NZ	 that	 has	 a	 specifically	 trained	 multi-
disciplinary	 team	 including	not	 only	medical	 specialists	 such	 as	 endocrinologists	
and	 surgeons,	 but	 also	 psychologists,	 I/VSC	 advocates,	 bioethics	 and	 nurse	
specialists.	This	team	could	advise	other	services	around	the	country	and	develop	
collaborative	 relationships	 with	 I/VSC	 advocates	 with	 the	 view	 to	 developing	
increased	 awareness	 and	 understanding	 of	 different	 perspectives.	 It	 would	 also	
provide	an	opportunity	for	training.	









Young	 people	 need	 better	 support	 systems,	 especially	 I/VSC	 peer	 support.	 This	
again	 requires	 inclusion	 of	 I/VSC	 advocates	 in	 health	 care	 provider	 training,	 to	
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increase	HPs’	awareness	of	what	is	in	existence	and	what	is	being	developed.	Ideally	






or	 social	 workers.	 This	 psychological	 support	 needs	 to	 be	 offered	 to	 help	 both	
parents	 and	 young	 people	manage	 difference	 and	make	 sense	 of	 their	 situation.	
There	 are	 also	 the	 issues	 of	 identity	 and	 desire	 to	 fit	 in	 or	 achieve	 a	 sense	 of	
belonging	which	 teenagers	and	young	adults	may	need	support	 to	navigate.	This	
specialist	 psychosocial	 support	 requires	 psychologists	 and	 other	 allied	 health	
providers	to	access	specialist	training	specific	to	those	born	with	a	VSC/DSD	(Roen,	













group	 can	 be	 explored.	 As	 stated	 in	 the	 limitations	 of	 this	 research	 it	 would	 be	
important	 to	 succeed	 in	 the	 inclusion	 of	 	 more	 Māori,	 Pacific	 Island,	 male	
participants		in	future	research.	Longitudinal	studies	following	up	with	both	parents	
and	 the	 child	 or	 young	 person	 would	 be	 helpful	 to	 track	 their	 experiences	 at	

















the	 title,	 “defender”,	 means	 defending	 the	 right	 to	 bodily	 autonomy,	 informed	
consent	and	comprehensive	support.	This	means	the	individual	concerned	should	
have	the	agency/power	to	make	decisions	for	themselves	when	they	are	ready	to	



















is	 important	 to	 defend	 the	 rights	 of	 the	 young	 person,	 it	 is	 also	 important	 to	
acknowledge	 and	 defend	 the	 position	 that	 HPs	 are	 doing	 interventions	 that	 are	
warranted.		
Many	families	may	choose	to	have	surgeries	that	support	continence	or	separate	the	
urogenital	 “plumbing”	but	decide	 to	 leave	clitoral	 reduction,	vaginoplasty,	 repeat	
hypospadias	 operations	 and	 even	 gonadal	 removal	 in	 some	 instances	 until	 the	
young	person	 is	 old	 enough	 to	 be	 involved.	Hormone	 treatment	 is	 going	 to	 be	 a	
necessity	for	many	and	again	HPs	provide	a	valuable	service	to	those	who	require	
such	treatments.	
There	 is	 room	 for	 improvement	 and	 that	 is	what	 has	 been	demonstrated	 in	 this	
research.	HPs	in	this	country	can	do	better;	this	will	require	not	only	willingness	to	




bioethicists,	parents	and	young	people	 to	 further	 their	understanding	of	broader	
perspectives.	The	process	has	started	here	in	Aotearoa/NZ,	with	it	now	possible	to	
do	something	different	that	will	be	significant	for	all	concerned.	Collaboration	is	key.		
There	 is	 hope	 that	 the	 efforts	 at	 collaboration	 being	 made	 by	 HPs	 and	 I/VSC	
advocates	here	in	Aotearoa/NZ	will	find	a	way	forward.	Such	collaborations	could	
develop	 guidelines	 that	 ensure:	 the	 rights	 to	 bodily	 autonomy;	 acceptance	 of	
diversity;	 increased	 awareness	 of	 bias	 and	 privilege	 and	 better	 education	 and	
supports	for	health	professionals,	parents	and	young	people	affected	by	VSC/DSD.	
We	will	need	to	develop	specialist	services,	facilitate	to	peer	supports	and	encourage	












position	 of	 making	 decisions	 for	 their	 children	 with	 all	 the	 options,	 including	
disrupting	 the	 norm	 or	 at	 least	 being	 “norm	 critical”,	 being	 explored	 before	
decisions	are	made.		
To	end	as	 I	began,	 this	 time	with	 the	benefit	of	what	 I	have	 learned	through	this	
doctoral	process:	let’s	hope	for	a	future	that	makes	common	stories	such	as	“Once	





































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































































for	others	 they	emerge	 later	 in	 life,	often	at	puberty	 (see	UN	definition5).	We	






A. We	observe	 that,	 despite	 the	best	 efforts	of	 intersex	human	 rights	defenders,	









Convention	 against	 Torture,	 the	 Convention	 on	 the	 Rights	 of	 the	 Child,	 the	
Convention	 on	 the	 Elimination	 of	 Discrimination	 against	 Women,	 and	 the	
Convention	on	the	Rights	of	Persons	with	Disabilities.	
D. We	note	that	intersex	peer	support	remains	largely	unfunded,	advocacy	funding	
remains	 precarious	 and	 limited,	 and	 intersex-led	 organisations	 rely	 on	
volunteers	 to	address	 the	many	gaps	 in	 services	 left	by	other,	well-resourced	
health,	social	services	and	human	rights	institutions.	
E. We	acknowledge	the	kind	support	for	this	event	from	the	National	LGBTI	Health	
Alliance,9	 Twenty10,10	 Astraea	 Lesbian	 Foundation	 for	 Justice,11	 and	 an	
anonymous	donor.	
F. Recognising	 these	 issues,	 this	 gathering	 of	 Australian	 and	 Aotearoa/New	


















3. The	 diversity	 of	 our	 sex	 characteristics	 and	 bodies,	 our	 identities,	 sexes,	
genders,	and	lived	experiences.	We	also	acknowledge	intersectionality’s	with	
other	 populations,	 including	 same-sex	 attracted	 people,	 trans	 and	 gender	
diverse	 people,	 people	 with	 disabilities,	 women,	 men,	 and	 Indigenous	 -	
Aboriginal	and	Torres	Strait	Islander,	Tangata	Whenua	-	and	racialized,	migrant	
and	refugee	populations.	
4. That	 the	 word	 ‘intersex’,	 and	 the	 intersex	 human	 rights	 movement,	 belong	
equally	to	all	people	born	with	variations	of	sex	characteristics,	irrespective	
of	 our	 gender	 identities,	 genders,	 legal	 sex	 classifications	 and	 sexual	
orientations.	
5. Our	rights	to	bodily	integrity,	physical	autonomy	and	self-determination.	






characteristics	 of	 infants	 and	 children	 without	 personal	 consent.	We	 call	 for	








12	https://oii.org.au/24241/public-statement-by-the-third-international-intersex-forum/(Page 3 of 8)	
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with	binary	legal	sex	assigned	at	birth	or	not.	Undue	emphasis	on	how	to	classify	
intersex	 people	 rather	 than	 how	 we	 are	 treated	 is	 also	 a	 form	 of	 structural	




b.	 While	 sex/gender	 classifications	 remain	 legally	 required,	 sex/gender	
assignments	 must	 be	 regarded	 as	 provisional.	 Given	 existing	 social	
conditions,	 we	 do	 not	 support	 the	 imposition	 of	 a	 third	 sex	 classification	
when	births	are	initially	registered.	
c.	 Recognising	 that	 any	 child	 may	 grow	 up	 to	 identify	 with	 a	 different	
sex/gender,	and	that	the	decision	about	the	sex	of	rearing	of	an	intersex	child	





9. We	call	 for	effective	 legislative	protection	 from	discrimination	and	harmful	
practices	on	grounds	of	sex	characteristics.	
10. We	call	on	governments	and	institutions	to	acknowledge	and	apologise	for	the	
treatment	 of	 people	 born	 with	 variations	 of	 sex	 characteristics,	 and	 provide	
redress	and	reparation	for	people	born	with	variations	of	sex	characteristics	
who	 have	 experienced	 involuntary	 or	 coercive	 medical	 interventions.	 There	
must	be	no	time	limit	on	access	to	redress	and	reparation.	





experiences	 of	 discrimination	 and	 harassment	 due	 to	 their	 bodily	 diversity,	
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15. We	acknowledge	the	 long-term	physical	and	psychological	 implications	of	
harmful	and	continuing	medical	practices,	and	limited	access	to	support	and	
peers.	
16. Current	 forms	 of	oversight	 of	medical	 interventions	 affecting	 people	 born	
with	variations	of	sex	characteristics	have	proven	to	be	inadequate.	




sex	 characteristics,	 and	 the	 repercussions	 of	 medical	 interventions	 on	
individuals	and	their	families.	The	role	of	the	Family	Court	is	itself	unclear.	
Distinctions	 between	 “therapeutic”	 and	 “non-therapeutic”	 interventions	
have	failed	our	population.(Page	4	of	8)	
17. We	 call	 for	 the	 implementation	 of	 advisory	 bodies	 to	 develop	 appropriate	
human	 rights-based,	 lifetime,	 intersex	 standards	 of	 care	 with	 full	 and	
meaningful	 participation	 by	 intersex	 community	 representatives	 and	 human	
rights	institutions.	



















22. We	call	 for	the	provision	of	alternative,	 independent,	effective	human	rights-
based	 oversight	 mechanism(s)	 to	 determine	 individual	 cases	 involving	
persons	born	with	intersex	variations	who	are	unable	to	consent	to	treatment,	
bringing	together	human	rights	experts,	clinicians	and	intersex-led	community	
organisations.	 The	 pros	 and	 cons	 for	 and	 against	medical	 treatment	must	 be	




disciplinary	 teams	 in	 hospitals	 must	 include	 human	 rights	 specialists,	 child	
advocates,	and	independent	intersex	community	representatives.	
24. Some	 people	 need	 pap	 smears,	 some	 people	 need	 prostate	 examinations	 or	





26. We	 call	 for	 access	 to	 reproductive	 services	 and	 fertility	 counselling	 for	 all	











interventions	 to	modify	 the	 sex	 characteristics	 of	 children,	 and	 disclosure	 of	
historical	data.	
30. We	call	for	more	research,	including	clinical,	sociological	and	psychological	
research,	 led	 by	 community	 input.	 Clinical	 research,	 including	 longitudinal	
research,	requires	true,	non-medicalised	controls.	
31. We	 call	 for	 improved	 and	 ongoing	education	 of	 health,	welfare	 and	 allied	
professionals	 in	 issues	 relating	 to	 intersex	 bodies,	 including	 human	 rights	
issues.	
32. Children	 with	 intersex	 variations	 should	 never	 be	 subjected	 to	 medical	
photography	and	display.	















medical	 interventions,	 accessing	 testosterone	 and	 estrogen	 at	 the	 same	 time,	











39. We	 recognise	 the	 trauma	 and	 mental	 health	 concerns	 caused	 by	 the	
unnecessary	 medicalisation	 of	 intersex	 people,	 as	 well	 as	 stigmatisation	 of	
intersex	 characteristics	 that	 has	 resulted	 in	 a	 legacy	 of	 isolation,	 secrecy	 and	
shame.	
40. We	 recognise	 the	 fundamental	 importance	 and	 benefits	 of	 affirmative	 peer	
support	for	people	born	with	variations	of	sex	characteristics.	
41. Our	peer	 support	organisations	and	other	peer	 communities	need	 resourcing	
and	 support	 to	 build	 communities	 and	 networks	 inclusive	 of	 all	 intersex	
people.	No	 intersex	person	or	parent	of	an	 intersex	child	should	 feel	 they	are	
alone,	irrespective	of	their	bodily	variation	or	the	language	they	use.	
42. We	recognise	 the	needs	and	 lived	experience	of	youth,	 and	of	people	coming	
from	varied	cultural	and	faith	backgrounds.	We	recognise	these	experiences	
as	valid	and	legitimate.	
43. We	 recognise	 the	 fundamental	 importance	 and	 benefits	 of	peer	 support	 for	
parents,	 caregivers,	 and	 families	 of	 people	 with	 variations	 of	 sex	
characteristics.	We	recognise	the	 importance	and	benefits	of	peer	support	 for	
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our	 distinctiveness	 and	 the	 diversity	 within	 our	 community,	 to	 support	 our	
human	rights	claims	and	respect	the	intersex	human	rights	movement,	without	




49. We	 call	 for	 intersex	 people,	 and	 the	 intersex	 human	 rights	movement,	 to	 be	
allies	to	the	LGBTQ,	disability,	Indigenous,	anti-racist,	and	women’s	movements.	
50. We	call	on	 intersex	people	 to	 recognise	our	own	diversity,	and	call	 for	 intra-
community	dialogue	and	mutual	support.	
Education,	awareness	and	employment	
51. We	 acknowledge	 that	 stigma	 is	 often	 the	 result	 of	 misconceptions	 about	
intersex	which	is	compounded	by	a	lack	of	education	and	awareness.	
52. We	 recognise	 that	 the	 stigmatisation	 and	 theologisation	 of	 people	 born	with	
variations	 of	 sex	 characteristics	 hinders	 self-acceptance,	 access	 to	
community,	help-seeking,	and	accessing	of	services	including	healthcare.	
53. We	 acknowledge	 the	 impacts	 of	 stigma,	 trauma	 and	 unwanted	 medical	
interventions	on	access	to	education	and	on	employment,	and	consequences	
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that	 include	 high	 rates	 of	 early	 school	 leaving,	 poverty,	 self-harm	 and	
suicidality.	
54. We	call	for	the	inclusion	of	accurate	and	affirmative	material	on	bodily	diversity,	





develop	 affirmative	 policies	 and	 practices	 to	 support	 employees	 with	
intersex	variations.	
57. We	call	for	policies	in	educational	institutions	and	employment	to	recognise	
that	 some	 people	 born	 with	 intersex	 variations	 may	 benefit	 from	




the	 existence	 of	 some	 positive	 media	 coverage	 of	 intersex	 people.	 We	



















Manager, Academic Committees, Mr Gary Witte
H13/031
Professor S Collings
 Dean’s Office (Wgnt)
Faculty of Medicine
University of Otago, Wellington
Dear Professor Collings,
I am again writing to you concerning your proposal entitled “Disorders of Sex development:
what drives decision-making for children born with DSD?”, Ethics Committee reference
number H13/031.
Thank you for your letter dated 15 August 2013 and subsequent e-mail of 27 August 2013
addressing the issues raised by the Committee.
The Committee note that medical notes will no longer be necessary to access and as such
has been reflected in the amended Information Sheets. The Committee is also grateful for the
clarification and amendment made for the Health Professionals Information Sheet noting that
the interviews will be semi-structured.
The Committee is grateful for the clarification of the age of the children who will be eligible to
take part in group two, noting that parents whose children are aged between new-born and
fourteen will be recruited for this group.
On the basis of this response, I am pleased to confirm that the proposal now has full ethical
approval to proceed.
Approval is for up to three years from the date of this letter. If this project has not been
completed within three years from the date of this letter, re-approval must be requested. If
the nature, consent, location, procedures or personnel of your approved application change,
please advise me in writing.
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Health and Disability Ethics Committees 
 Ministry of Health 
Freyberg Building 
20 Aitken Street 




 0800 4 ETHICS 
hdecs@moh.govt.nz 
 
A - 15/CEN/89 – Approval of Application – 05 August 2015 Page 1 of 5 
 
05 August 2015 
 
 
Professor Sunny Collings  
23a Mein st 




Dear Professor Collings  
 
 
Re: Ethics ref: 15/CEN/89 




I am pleased to advise that this application has been approved by the Central Health and 
Disability Ethics Committee.  This decision was made through the HDEC-Full Review 
pathway. 
 
Summary of Study 
 
1. The study investigates disorders of sex development (DSD). The study aims to 
understand how decisions are made and will navigate the experience and 
treatment pathway that occurs for children who experience DSD in New Zealand, 
as well as exploring the international context. 
2. Earlier research suggests that historical treatment of children with DSD has been 
problematic. In 2006 there was an international consensus on how children born 
with DSD should be treated. Since this consensus there remains confusion 
around how this treatment actually happens. The researchers will assess if care 
providers adopted the recommendations from this consensus in New Zealand.  
3. The study involves three groups - health workers (clinicians), parents of children 
with DSD and young adults (16+) who have DSD.   
4. There has been research conducted with older participants who had experienced 
the pre-2006 treatment pathways. This study involves a younger group who will 
be able to comment on more recent treatment methods and will provide a new 
perspective on current treatment options, giving us a holistic picture.  
5. The Otago ethics committee has approved the study.  
6. The researchers explained that when they sought locality approval from ADHB 
their research office requested HDEC review due to the potential vulnerability of 
the patient population.  
7. The Committee commended the study and noted that it was an important project.  
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Decision making for Children born with 
Disorders of Sex Development 
Information Sheet for Health Professionals 
   
Thank you for showing an interest in this project.  Please read this information sheet carefully before deciding whether or not to 
participate.  If you decide to participate, we thank you.  If you decide not to take part there will be no disadvantage to you and we 
thank you for considering our request.   
What is the aim of the project? 
This study is being carried out by the University of Otago Wellington and is for a PhD. The aim of this study is to investigate the 
factors and processes influencing contemporary clinical decision making for children born with Disorders of Sex Development 
(DSD) in New Zealand. The study aims to explore and describe the decision making process in relation to gender assignment, 
genital surgery and other treatments for children born with a DSD. We are collecting information from three key groups: people 
with DSD; parents of children with DSD; and health professionals.  
The decision making process for children born with DSD is a very complex and there is much ethical debate about what is the best 
approach to take when  providing care and treatment for children affected by these disorders. This study appreciates that the 
decision making process is complicated and that all involved are making decisions with the best of intentions for children and their 
families. This study aims to gain a greater understanding of the factors influencing the decision making process and from the 
perspectives of those directly involved. 
What type of participants are being sought? 
We are seeking the participation of parents of children born with a clinical diagnosis of DSD according to the international 
classification and the health care providers at services who are principally responsible for their day to day care. 
If you have a client who has a diagnosis of a DSD they (and you) may be eligible to take part in this study.  
What participants will be asked to do? 
Should you agree to take part in this project, we will ask you to participate in a semi-structured interview with the researcher lasting 
approximately 60 minutes. This interview will focus on your experiences of making decisions in relation to your clients born with a 
DSD. You will be asked about your treatment relationships with your patients and their parents.  
I would ask you to recruit parents of new patients born with DSD into the study. This will provide an opportunity for the researcher 
to seek permission to interview parents of children born with DSD. This interview will focus on their experiences of making 
decisions in relation to their child. They will be asked about their relationship with you regarding the treatment of their child. 
We will request permission from parents to discuss their affected child with you to get accurate diagnosis and test results. 
Additionally, if there was an opportunity for you to audio record a consultation with patient’s parents prior to the researcher 
interviewing the parents that would add valuable information to the study. It would give a real life example of how information is 
conveyed and the processes of decision making. This is optional and only if the opportunity presents itself. 
The interviews will take place at a time and venue that is convenient to you and the parents.  
This would involve;-  
• Providing an information sheet to parents about the study. 
• Informing them the researcher, Denise Steers, will contact them to discuss participation and provide further information 
and answer any questions. 
 
Can Participants change their minds and withdraw from the project? 
Your participation is completely voluntarily. You may withdraw from participation in the project at any time and without any 
disadvantage to yourself of any kind. Data that has been collected and used in ongoing study design refinement and analysis will 
continue to be used. All identifying information will be removed. 
What data or information will be collected and what use will be made of it? 
Interview data will only be available to the researcher Denise Steers and her principal  
supervisor, Professor Sunny Collings.  
The results of the study may be published but every attempt will be made to preserve your anonymity. This will be achieved by use 
of codes and removal of all identifiers. You are most welcome to request a copy of the results of the project should you wish. There 
is a yes or no section on the consent form that allows you to make your request known. 
The data collected will be securely stored in such a way that only the researcher, Denise Steers and her principal supervisor, 
Professor Sunny Collings will be able to gain access to it. At the end of the study any personal information e.g. participant contact 
details will be destroyed immediately except that, as required by the University's research policy, any raw data on which the results 
of the project depend will be kept in secure storage for ten years, after which it will be destroyed. 
What are the studies benefits and risks? 
Benefits 
• Children born with a DSD are a vulnerable group in society and more research is needed to support health professionals 
working in the field. 
• The diagnosis of DSD and treatment raises a variety of complex ethical issues and more research is needed to inform the 
ongoing revision or development of guidelines and policy. 
• Given the complexity and ethical issues for health professionals working in this area the study will provide an opportunity 
for self reflective practice. 
• The study will contribute to the limited body of research in New Zealand.  
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• It will take in the perspectives of all those involved in the decision making process i.e. parents, health professionals and 
young people who are born with a DSD. 
• Identification of what working well and what could be improved in the provision of care for children born with DSD. 
• Recommendations for the development of resources for health professionals, parents and people born with DSD. 
 
Risks 
• This study covers a sensitive topic with a number of complex and ethical issues and you may feel uncomfortable when 
reflecting on your experiences or those of your patients. 
• Confidentiality –you may have concerns that what you say in confidence may be at risk e.g. if you had a collegial difference 
of opinion. All data collected will be keep in strict confidence and stored on a password locked computer and only 
accessed by researcher Denise Steers and the principal supervisor Professor Sunny Collings. Interview data will not be 
shared with the participants from any of the three groups involved.  
 
What if Participants have any Questions? 
If you have any questions about the study, either now or in the future, please feel free to contact Denise Steers 
Denise.steers@otago.ac.nz ,phone 04 806 1495 or Professor Sunny Collings  Sunny.collings@otago.ac.nz ,phone 04 918 5600 
Information and Support 
If you have any questions or concerns about your rights as a participant in this research study, you can contact an independent health 
and disability advocate. This is a free service provided under the Health and Disability Commissioner Act.  
Telephone, NZ wide: 0800 555 050 
Free Fax, NZ wide: 0800 2787 7678 (0800 2 SUPPORT) 
Email: advocacy@hdc.org.nz 
 
This study has been approved by Central Health and Disability Ethics Committee : Reference no.15/CEN/89  
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Appendix F: Consent form -health professionals 
 
 
Decision making for Children born with 
Disorders of Sex Development 
 
Consent Form for Health Professionals 
 
I have read the Information Sheet concerning this project and understand what it is about.  All my questions have been answered to 
my satisfaction.  I understand that I am free to request further information at any stage. 
I know that:- 
• My participation in the project is entirely voluntary 
 
• I have had time to consider whether to take part. 
 
• I understand that taking part in this study is my choice and that I may withdraw at any time at no disadvantage to myself. 
 
• I understand that my participation in the study will be confidential and that all efforts to anonymise (e.g. removal of 
names and other identifiers) will be used in any reports on the study. 
 
• I understand that any raw data on which the results of the project depend will be kept in secure storage for ten years, 
after which it will be destroyed. 
 
 






Do you wish to receive a brief study report once it is completed?     Yes             No 
 
Optional Consultation audio recording  
Are you willing in principal to audio record a consultation with patient’s parents if they consent and should an opportunity present 





What if Participants have any Questions? 
If you have any questions about the study, either now or in the future, please feel free to contact Denise Steers 
Denise.steers@otago.ac.nz ,phone 04 806 1495 or Professor Sunny Collings  Sunny.collings@otago.ac.nz ,phone 04 918 5600 
 
Information and Support 
 
If you experience any distress as a result of the interview please contact me Denise.steers@otago.ac.nz and I can help you find local 
support. 
 
If you have any questions or concerns about your rights as a participant in this research study, you can contact an independent health 
and disability advocate. This is a free service provided under the Health and Disability Commissioner Act. Telephone, NZ wide: 
0800 555 050 Email: advocacy@hdc.org.nz 
	
If you require Maori cultural support, talk to your whanau in the first instance. Alternatively, you may contact the administrator for 
He Kamaka Waiora (Maori Health Team) by telephoning 09 486 8324 ext 2324 
 
If you have any questions or complaints about the study you may contact the Auckland and Waitemata District Health Boards Maori 
Research Committee or Maori Research Advisor by telephoning 09 4868920 ext 3204 
 
This study has been approved by Central Health and Disability Ethics Committee : Reference no.15/CEN/89  






Appendix G: Information sheet form -parents 
 
 
Information Sheet for Parents 
   
Understanding diverse sex development in NZ 
Thank you for showing an interest in this study. Please read this information sheet carefully before deciding whether or not to 
participate. If you decide to participate, we thank you. If you decide not to take part there will be no disadvantage to you and we 
thank you for considering our request.   
What is the aim of the project? 
This study is being carried out by the University of Otago Wellington and is for a PhD. The aim of this study is to investigate the 
factors and processes influencing contemporary clinical decision making for children born with Diverse Sex Development (DSD) in 
New Zealand. The study aims to explore and describe the decision making process in relation to gender assignment and genital 
surgery and other treatments for children born with a DSD. We are collecting information from three key groups: people with DSD; 
parents of children with DSD; and health professionals.  
The decision making process for children born with DSD is a very complex and there is much ethical debate about what is the best 
approach to take when  providing care and treatment for children affected by these disorders.  
This study appreciates that the decision making process is complicated and that all involved are making decisions with the best of 
intentions for the children and their families. This study aims to gain a greater understanding of the factors influencing the decision 
making process from the perspectives of those directly involved. 
Who can take part? 
We are seeking the participation of parents of children born with a DSD eg congenital  adrenal hyperplasia (CAH),Androgen 
insensitivity syndrome(AIS)-can be partial (PAIS) or complete (CAIS),severe hypospadias, Klinefelter syndrome,5-alpha reductase 
deficiency ,gonadal dysgenesis ,46 ,XX/46,XY, Cloacal anomaly etc.  
We are asking health care providers at services who are principally responsible for day to day care of children born with a DSD to 
participate. They may be the one who has provided you information about this study. 
If you have a child who has a diagnosis of a DSD and is aged from new born to 14 years you may be eligible to take part in this 
study.  
What will participants be asked to do? 
Should you agree to take part in this study, we will ask you to participate in a semi structured interview with the researcher lasting 
approximately 60 minutes. This interview will focus on your experiences of making decisions in relation to your child born with a 
DSD. You will be asked about your treatment relationships with your primary health professional or team. We will ask your 
permission to contact your doctor so we can be accurate about diagnosis and the test results.  
This will take place at a time and venue that is convenient to you.  
Additionally, your health care provider may ask you to consent to a consultation with them being audio recorded to be used in the 
study. Should you consent, the researcher Denise Steers will contact you before and answer any questions you may have .Ideally the 
recording of the consultation would take place before the researcher interviews you .This would give an opportunity for you to 
reflect on the consultation process. 
Can Participants change their minds and withdraw from the project? 
Your participation is completely voluntarily. You may withdraw from participation in the project at any time and without any 
disadvantage to yourself of any kind. Data that has been collected already and used in developing further questions and direction for 
the research will continue to be used. All identifying information will be removed. 
What data or information will be collected and what use will be made of it? 
Interview data will be available to the researcher Denise Steers and her supervisors, 
Professor Sunny Collings and Dr Angela Ballantyne only.  
 
The results of the project may be published but every attempt will be made to preserve you and your child’s anonymity. This will be 
achieved by use of codes and removal of all personal identifiers e.g. names, birthdates etc. You are most welcome to request a copy 
of the results of the study should you wish. There is a yes or no section on the consent form that allows you to make your request 
known. 
The data collected will be securely stored in such a way that only the researcher, Denise Steers, will be able to gain access to it. At 
the end of the project any personal information e.g. participant contact details will be destroyed immediately except that, as required 
by the University's research policy, any raw data on which the results of the project depend will be kept in secure storage for ten 
years, after which it will be destroyed. Interview data will not be shared with your Doctor. 
What are the studies benefits and risks? 
Benefits 
• Children born with a DSD are a vulnerable group in society and more research is needed to support parents. 
• Children born with a DSD are a vulnerable group in society and more research is needed to support the development of 
best practice for health professionals working in the field. 
• The diagnosis of DSD and treatment raises a variety of complex ethical issues and more research is needed to inform the 
ongoing revision or development of guidelines and policy. 
• Given the complexity and ethical issues for both parents and health professionals the study will provide an opportunity for 
self reflection. 
• The study will contribute to the limited body of research in New Zealand.  
• It will take in the perspectives of all those involved in the decision making process i.e. parents, health professionals and 
young people who are born with a DSD. 
• Identification of what working is well and what could be improved in the provision of care for children born with a DSD. 




• This study covers a sensitive topic with a number of complex and ethical issues and you may feel uncomfortable when 
reflecting on your experiences. 
• Confidentiality –you may have concerns that what you say in confidence may be at risk e.g. if you had a difference of 
opinion with a health professional. All data collected will be kept in strict confidence and stored on a password locked 
computer and only accessed by researcher, Denise Steers, and her supervisor’s professor Sunny Collings and Dr Angela 
Ballantyne. Interview data will not be shared with your Doctor. 
 
What if Participants have any Questions?  
If you have any questions about the study, either now or in the future, please feel free to contact Denise Steers 
Denise.steers@otago.ac.nz ,phone 04 806 1495 or Professor Sunny Collings  Sunny.collings@otago.ac.nz phone 04 918 5600 
Information and Support 
If you experience any distress as a result of the interview please contact me Denise.steers@otago.ac.nz and I can help you find local 
support. 
If you have any questions or concerns about your rights as a participant in this research study, you can contact an independent health 
and disability advocate. This is a free service provided under the Health and Disability Commissioner Act. Telephone, NZ wide: 
0800 555 050 Email: advocacy@hdc.org.nz 
This study has been approved by Central Health and Disability Ethics Committee : Reference no.15/CEN/89  
  
Other related support organisations: 
Intersex Trust Aotearoa New Zealand (ITANZ) www.ianz.org.nz 04 381 2221 




Appendix H: Consent form -parents 
 
 
Understanding diverse sex development in NZ 
 
Consent Form for Parents 
 
I have read the Information Sheet concerning this project and understand what it is about.  All my questions have been answered to 
my satisfaction.  I understand that I am free to request further information at any stage. 
I know that:- 
• My participation in the project is entirely voluntary 
 
• I have had time to consider whether to take part. 
 
• I understand that taking part in this study is my choice and that I may withdraw at any time at no disadvantage to myself. 
 
• I understand that my participation in the study will be confidential and that no material which could identify me or my 
child will be used in any reports on the study. 
 
• I understand that any raw data on which the results of the project depend will be kept in secure storage for ten years, 
after which it will be destroyed. 
 
 















Do you wish to receive a brief study report once it is completed?     Yes     No 
  
If you have any questions about the study, either now or in the future, please feel free to contact Denise Steers 
Denise.steers@otago.ac.nz ,phone 04 806 1495 or Professor Sunny Collings  Sunny.collings@otago.ac.nz ,phone 04 918 5600 
Information and Support 
If you have any questions or concerns about your rights as a participant in this research study, you can contact an independent health 
and disability advocate. This is a free service provided under the Health and Disability Commissioner Act.  
Telephone, NZ wide: 0800 555 050 









This study has been approved by the University of Otago Human Ethics Committee. If you have any concerns about the ethical 
conduct of the research you may contact the Committee through the Human Ethics Committee Administrator (ph 03 479 8256). 



























these	include	congenital adrenal hyperplasia (CAH),Androgen insensitivity syndrome(AIS)-can be partial (PAIS) or complete 
(CAIS),severe hypospadias, Klinefelter syndrome,5-alpha reductase deficiency ,gonadal dysgenesis ,46 ,XX/46,XY Cloacal 












































If you have any questions about the study, either now or in the future, please feel free to contact Denise Steers 
Denise.steers@otago.ac.nz ,phone 04806 1495  
or Professor Sunny Collings  Sunny.collings@otago.ac.nz ,phone 04 918 5600 
 
Information and Support 
If you have any questions or concerns about your rights as a participant in this research study, you can contact an independent health 
and disability advocate. This is a free service provided under the Health and Disability Commissioner Act.  
Telephone, NZ wide: 0800 555 050 
Free Fax, NZ wide: 0800 2787 7678 (0800 2 SUPPORT) 
Email: advocacy@hdc.org.nz 






This study has been approved by the University of Otago Human Ethics Committee. If you have any concerns about the ethical 
conduct of the research you may contact the Committee through the Human Ethics Committee Administrator (ph 03 479 8256). 






Appendix J: consent form -young people	
 
 
 Understanding diverse sex development/ intersexuality in NZ 
Consent Form for Young People 
 
I have read the Information Sheet concerning this study and understand what it is about.  All my questions have been answered to 
my satisfaction.  I understand that I am free to ask for further information at any stage. 
I know that:- 
• My participation in the project is entirely voluntary 
 
• I understand that taking part in this study is my choice and that I may withdraw at any time at no disadvantage to myself. 
 
• I understand that my participation in the study will be confidential and that no material which could identify me or my 
family will be used in any reports on the study. 
 











Do you wish to receive a brief study report once it is completed?     Yes     No 
  
If you have any questions about the study, either now or in the future, please feel free to contact Denise Steers 
Denise.steers@otago.ac.nz ,phone 04 806 1495 or Professor Sunny Collings  Sunny.collings@otago.ac.nz ,phone 04 918 5600 
Information and Support 
If you have any questions or concerns about your rights as a participant in this research study, you can contact an independent health 
and disability advocate. This is a free service provided under the Health and Disability Commissioner Act.  
Telephone, NZ wide: 0800 555 050 








This study has been approved by the University of Otago Human Ethics Committee. If you have any concerns about the ethical 
conduct of the research you may contact the Committee through the Human Ethics Committee Administrator (ph 03 479 8256). 












Information Sheet /Assent Form for Young People (13-15 years) 
 
Understanding diverse sex development/ intersexuality in NZ 
 
Introduction  
My name is Denise Steers and I am based at the University of Otago Wellington. I am doing my PhD which involves looking at how 
decisions are made for the care and treatment of children who have conditions like yours.  
Diverse Sex Development (DSD) (and/ or disorder of sex development) is the medical term used in New Zealand. There are lots of 
different terms used such as diverse sex development, and Intersex. These terms refers to a whole lot of specific conditions, some 
common ones being Congenital Adrenal Hyperplasia (CAH), Androgen Insensitivity Syndrome (AIS and PAIS) and severe hypospadias. 
I am collecting information from three groups of people; people who are intersex or have a DSD; parents of children who are 
intersex/DSD; and health professionals. I want to gain a greater understanding from these three groups.  
Who can take part? 
You can take part in the study if you have a condition like congenital adrenal hyperplasia (CAH), Androgen insensitivity syndrome 
(AIS)-can be partial (PAIS) or complete (CAIS), severe hypospadias, Klinefelter syndrome, 5-alpha reductase deficiency, gonadal 
dysgenesis, 46 XX/46, XY Cloacal anomaly etc.   
We want young people aged between 13 and 26 years old. This is an opportunity for you to have your say about the health care 
provided to you and any changes that you would like to see happen for other patients in the future. 
What does it involve? 
The interview will focus on your experiences living with decisions that were made for you by your parents. You will be asked about 
any ongoing treatment relationships with your main health professional or team.  
The interview is about 30-90 minutes long and will be done at a time and place that suits you. 
Your participation is completely voluntarily. If you agree to take part, you can stop at any time, and without any explanation. 
Whether you decide to do the interview or not, will not affect your healthcare.  
You can have a friend or support person with your during the interview if you would like too. 
What happens to the information you give? 
The information you provide will be kept private and confidential. It will only be available to my supervisors at the University and 
me. All personal identifiers e.g. names, birth dates, location etc. will be removed.  
The results of the project may be published but every attempt will be made to keep your identity and the identity of any family 
members, friends and health professionals that you talk about, anonymous and private. For example, the paper we write might say 
“A 14 year old girl with [insert condition] said that…” The data collected will be securely stored. Interview data will not be shared 
with your doctor or parents.  
You can request a copy of the results of the study if you wish. There is a yes or no section on the consent form that allows you to 
make your request known. 
What are the studies benefits and risks? 
Benefits 
• Treating conditions like yours raises a variety of complex questions and more research is needed to let doctors know the 
best way to treat patients with these conditions. This research will tell us what is working well and what could be improved 
when providing care for people like you. 
• The study will contribute to the limited body of research in New Zealand  
• It will take in the perspectives of all those involved in the decision making process i.e. parents, health professionals and 
young people. 
Risks 
• This study covers personal issues and you may feel uncomfortable when talking about your experiences. But many people 
like having the chance to tell their side of the story. Remember you don’t have to answer all the questions if you don’t 
want to and you can stop the interview at any time.  
• People can worry about what happens to their information –All your personal information and what you say will be kept 
private and stored on a password locked computer and only accessed by one researcher, Denise Steers and her 
supervisor’s. Interview data will not be shared with your doctor or parents. 
 
 
I have read the Information Sheet concerning this study and understand what it is about. All my questions have been answered to 
my satisfaction. I understand that I am free to ask for further information at any stage. 
I know that: - 
• It is my choice to take part in the study 
 




• I understand that taking part in the study will be confidential and that no material which could identify me or my family 
will be used in any reports on the study. 
 










Do you wish to receive a brief study report once it is completed? Yes     No 
 
Do you have any questions? 
If you have any questions about the study, either now or in the future, please feel free to contact Denise Steers 
Denise.steers@otago.ac.nz, phone 04 8061495 or Professor Sunny Collings  Sunny.collings@otago.ac.nz, phone 04 918 5600 
Information and Support 
If you experience any distress as a result of the interview please contact me Denise.steers@otago.ac.nz and I can help you find local 
support.    
 
If you have any questions or concerns about your rights as a participant in this research study, you can contact an independent 
health and disability advocate. This is a free service provided under the Health and Disability Commissioner Act. Telephone, NZ 
wide: 0800 555 050 Email: advocacy@hdc.org.nz 
 
The University of Otago Human Ethics Committee has approved this study. If you have any concerns about the ethical conduct of 
the research you may contact the Committee through the Human Ethics Committee Administrator (03 479 8256). Any issues you 
raise will be treated in confidence and investigated and you will be informed of the outcome. 
 
 
Intersex Trust Aotearoa New Zealand (ITANZ) www.ianz.org.nz 04 381 2221 
Intersex Youth Aotearoa www.facebook.com/intersexyouthaotearoa 
Congenital Adrenal Hyperplasia New Zealand Trust (CAHNZ) www.cah.org.nz 03 3584 506 












 Understanding diverse sex development/ intersexuality in NZ 
 
Consent Form for Young Persons Parents /Guardians 
 
I have read the Information Sheet concerning this study and understand what it is about.  All my questions have been answered to 
my satisfaction.  I understand that I am free to ask for further information at any stage. 
I know that: - 
• I understand my child’s participation in the project is entirely voluntary and they may withdraw at any time at no 
disadvantage. 
• I understand that agreeing to my child taking part in this study is my choice and that of my child. 
• I understand that information from my child’s participation in the study will be confidential and that no material, which 
could identify them or my family, will be used in any reports on the study. 
• I agree for my child to take part in the study. 
 










Do you wish to receive a brief study report once it is completed?     Yes     No 
  
If you have any questions about the study, either now or in the future, please feel free to contact Denise Steers 
Denise.steers@otago.ac.nz, phone 04 8061495 or Professor Sunny Collings Sunny.collings@otago.ac.nz, phone 04 918 5600 
Information and Support 
If your child experiences any distress as a result of the interview please contact me Denise.steers@otago.ac.nz and I can help them 
find local support. 
 
If you have any questions or concerns about your rights of your child as a participant in this research study, you can contact an 
independent health and disability advocate. This is a free service provided under the Health and Disability Commissioner Act. 
Telephone, NZ wide: 0800 555 050 Email: advocacy@hdc.org.nz 
 
The University of Otago Human Ethics Committee has approved this study. If you have any concerns about the ethical conduct of 
the research you may contact the Committee through the Human Ethics Committee Administrator (03 479 8256). Any issues you 
raise will be treated in confidence and investigated and you will be informed of the outcome. 
	
	
Other	related	support	organisations:                 	
Intersex	Trust	Aotearoa	New	Zealand	(ITANZ)	www.ianz.org.nz	04	381	2221	











Appendix M: interview guides 
 
Interview guide for health professionals – doctors 
Introduction  
My name is Denise Steers and I am a clinical psychologist doing research as part of my PhD through Otago University on how decisions 
are made around the treatment and care of people born with Disorders of Sex Development. 
I am interviewing three main groups, health professionals who specialise in the area like you, as well as parents of affected children 
and young people. 
The goal of the research is to inform health professionals about the experiences of each group in the NZ context. We hope this 
research will contribute to improving care for young people and their families as well as supporting health professionals working in 
this area.  
 
1. I’d like to start by asking you about how long have you been working in this area. 
*including as a registrar /in the speciality  
2. Can you tell me a bit about your professional role in regards to working with children born with a DSD? 
 
3. Roughly how many children/families do you think you have seen in your working career? 
 
4. Where there any common issues that presented amongst the different cases?  
*tell me more about that? 
5. Can you think of a particular case that stood out?  
*Tell me a bit more about that? 
6. Tell me about some of the challenges you face as a health professional working in this area? 
*or complex or ethically challenging aspects 
 
7. How do you explain the concept of sex and gender/gender identity to parents? 
 *has working with these children impacted on the way you view sex and gender? 
* has your view of sex and gender changed over time? 
8. What terminology do you feel most comfortable using with when discussing DSD with parents/children? 
*e.g. Disorders of sex development or differences/Diverse of sex development, intersex and so on   
*do you think there are any issues about the use of terms like intersex or atypical sex development? 
* how is it for you knowing that some affected people contest the terminology used for them? 
9. How do you support parents who are struggling to make sense of having a child with DSD? 
*or who are uncertain of what options to take in regards to their child’s care 
* are there resources and or support groups you can help parents’ access?-if so what are they? Which would recommend/not 
recommend? Why? 
*can you tell me what support would you like or wish there was? 
 
10. Can you tell me which best practice guidelines you follow? 
*can you tell me why you choose those particular ones? 
*Some guidelines are more helpful and some seem to miss the mark. How well do you think the guidelines you have mentioned 
actually guide your work? 
*or are some parts of the guidelines on balance you wouldn’t use? 
*Tell me more about that?  
THE NEXT COUPLE OF QUESTIONS ARE GOING TO FOCUS ON CASES THAT RELATE TO DECISION MAKING 
PROCESSES AROUND GENDER ASIGNMENT ETC 
11. When it comes to the process of making a decision about gender assignment what factors come into play? 
*can you can help me understand by recalling a case and taking me through the various phases of the decision making process e.g. 
the conversations that  happened, uncertainties that may have occurred ,Tests done ,options considered ,factors weighed up… 
12. When it comes to the process of making a decision about genital surgery what factors come into play? 
 *under what circumstances would you recommend genital surgery? 
* some genital surgeries   are specifically about function and others are more cosmetic as a consequence there is debate around when 
such surgeries should be carried out .can you tell me your view on this ?  
*again, can you can help me understand the kinds of processes by recalling a case and taking me through the various phases of the 
decision making process e.g. the conversations that  happened ,uncertainties that may have occurred ,tests done, options considered 
,factors weighed up and so on. 
13. What is it like for you personally managing these cases? 
*what support do you get? 
*what support would you like or wish there was? 
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14. What is most rewarding part of your work with children and families with DSD?  
 
15. Tell me what you think about the current debates around management of DSD? 
*e.g. use of language, call for ban on “normalising” genital surgeries? Issues of consent etc.  
16. Any other comments you would like to add? 




Demographic /specifics  
Age                                               sex                                      Ethnicity  
Are you a parent? 
Profession 
Place of work  
Years of work- general, specifically DSD 
Who was the main person/people who trained you? 
Specific Training –When, who e.g. two day workshop etc. 
Who else works in their area and may be appropriate to participate in this research? 





Appendix N: interview guides 
 
Interview guide for health professionals – Non doctors 
 
Introduction  
My name is Denise Steers and I am a clinical psychologist doing research as part of my PhD through Otago University on how decisions 
are made around the treatment and care of people born with Disorders of Sex Development. 
I am interviewing three main groups, health professionals who specialise in the area like you, as well as parents of affected children 
and young people. 
The goal of the research is to inform health professionals about the experiences of each group in the NZ context. We hope this 
research will contribute to improving care for young people and their families as well as supporting health professionals working in 
this area.  
 
1. I’d like to start by asking you about how long have you been working in this area. 
*including as a registrar /in the speciality  
2. Can you tell me a bit about your professional role in regards to working with children born with a DSD? 
 
3. Roughly how many children/families do you think you have seen in your working career? 
 
4. Where there any common issues that presented amongst the different cases? 
 *tell me more about that? 
5. Can you think of a particular case that stood out?  
*tell me a bit more about that? 
6. Tell me about some of the challenges you face as a health professional working with children who are have a DSD? 
*or complex or ethically challenging aspects 
7. Have you been in a position where you have to explain the concept of sex and gender to parents? 
*has working with these children impacted on the way you view sex and gender? 
 * has your view of sex and gender changed over time? 
8. What terminology do you feel most comfortable using with when discussing DSD with parents/children? 
*e.g. Disorders of sex development or differences/diversity of sex development, intersex and    so on   
*do you think there are any issues about the use of terms like intersex or atypical sex development? 
* how is it for you knowing that some affected people contest the terminology used for them? 
9. How do you support parents who are struggling to make sense of having a child with DSD? 
 *or who are uncertain of what options to take in regards to their child’s care 
 * are there resources and or support groups you can help parents’ access?-if so what are    they? Which would recommend/not 
recommend? Why? 
 *can you tell me what support would you like or wish there was? 
10. Can you tell me which best practice guidelines you follow? 
*can you tell me why you choose those particular ones? 
*Some guidelines are more helpful and some seem to miss the mark. How well do you think the guidelines you have mentioned 
actually guide your work? 
*or are some parts of the guidelines on balance you wouldn’t use? 
*Tell me more about that?  
THE NEXT COUPLE OF QUESTIONS ARE GOING TO FOCUS ON CASES THAT RELATE TO DECISION MAKING 
PROCESSES AROUND GENDER ASIGNMENT   
11. When it comes to the process of making a decision about gender assignment what factors come into play from your 
understanding? 
*can you can help me understand by recalling a case and taking me through the various phases of the decision making process that 
you are aware of and who was involved? 
 
12. When it comes to the process of making a decision about genital surgery what factors come into play from your 
understanding? 
*under what circumstances do you think genital surgery is recommended? 
* some genital surgeries   are specifically about function and others are more cosmetic as a consequence there is debate around when 
such surgeries should be carried out .can you tell me your view on this ?  
*again, can you can help me understand by recalling a case and taking me through the various phases of the decision making 
process that you are aware of and who was involved?   
13. What is it like for you personally working with these cases? 
*what support do you get? 
*what support would you like or wish there was? 
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14. What is the most rewarding part of your work with children and families with DSD?  
 
15. Tell me about what you think about the current debates around management of DSD? 
*e.g. use of language, call for ban on “normalising” genital surgeries? Issues of consent etc.  
16. Any other comments you would like to add? 




Demographic /specifics  
Age                                               sex                                      Ethnicity  
Do you have children? 
Profession 
Place of work  
Years of work- general, specifically DSD 
Who was the main person/people who trained you? 
Specific Training –When, who e.g. two day workshop etc. 
Who else works in their area and may be appropriate to participate in this research? 





Appendix O: interview guides 
 
Interview guide for parents 
 
Introduction  
My name is Denise Steers and I am a clinical psychologist doing research as part of my PhD through Otago University on how decisions 
are made for the treatment and care of people whose sex development has been different from others. 
 I am interviewing three main groups, young people, parents like yourself and health professionals who specialise in the area. 
This research will inform health professionals about the experiences of young people and parents and we hope the research will 
contribute to improving care for young people and their parents.  
 
Opening question 
1. Could you begin by telling me a bit about your child? 
2. Could you tell me a bit about the time when you realised there was something different about your child? 
      *when did you realise there was something different about your child? 
      *what was that like? 
3. What was it like knowing your child was different from others?  
*how did that impact on you personally?  
*what thoughts and feelings did it bring out? 
*what were your concerns? 
4. Have you talked about this with anyone? 
*Family, friends etc. 
*Some people feel comfortable talking about ……. (Use their term), whereas others prefer to keep it private or even secret. I 
wonder if you could tell me who you have felt comfortable talking to and what you told them. 
 
* ask about how their family (and friends if they know) respond to talking about it. 
 
* How did you describe your child’s difference in terms of (use their specific dx if they have mentioned it e.g. CAH)/ having a sex 
development that is different than others?  
(People often use different terms .e.g. whether they use DSD, intersex or the specific Dx if they know it CAH etc.) 
Also I want to use the term that you feel comfortable with during the interview. 
 
5. What do you recall being told by health professionals about your child’s situation? 
*How effectively do you feel health professionals communicated with you?  
*where there things that in hindsight could have been done differently? 
 
6. I would like to ask about support you have received . Were you offered anyone to talk to or given any contact in case you did 
want to talk? 
*If yes what type of support?  
*Did you use them? 
*what was helpful / not so helpful aspects? 
*what support would you have liked? 
7. When a baby is born with (or the Dx or term they use) like yours there may be decisions that have to made in regard to treatment 
and care. Was this the case with your child? If so, can you walk me through that process of decision making? 
*ask them to go through the different DM processes for different procedure’s and or stages  
 *if not -We are trying to understand how those decisions get made and wonder if you have any thoughts on that? 
* Some people think that some decisions are best left till a person is a young adult and can decide for themselves e.g. no life 
threatening surgery.  
 *Draw a TIMELINE if they want  
 
8. What were the challenging aspects in the decision making process from your perspective? 
*if not covered in previous question –seek info on what was that like for them personally 
 –your thoughts, feelings 
*what helped you manage/cope throughout the process  
*do you think there is anything you would do differently (need to be cautious about this one) 
 
9. If I could shift the focus to the future now. How do you think your child’s diagnosis (use their term) or treatment (if they 
have had treatment) will have an impact on their future? 
* In what ways? Tell me more 
*can you see it impacting on how you will respond as a parent? 
 
10. Do you think you will discuss your child’s condition with them? (or how have you so far depending on the child’s age) If so, 
how do you think you will go about that? 
*What language will you use?  
*Is that likely to change over time as they get older?  
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11. Anything that you can think of that would help us improve health care for your child and for you as parent/s? 
12. Are there other areas you think research should focus on in regards to children born with (use their term)? 
13. Any other thoughts or comments you would like to add? 
 
Demographic /specifics  
Age                                               sex                                      Ethnicity  
Relationship status    
Other Children  
Did you know anyone else in the family that had this condition/difference?        






Appendix P: interview guides 
 
Interview guide for young people  
Introduce myself and the research  
My name is Denise Steers and I am a clinical psychologist doing research as part of my PhD through Otago University on how decisions 
are made around the treatment and care of people whose sex development has been different from others. 
I am interviewing three main groups, young people like yourself, parents of affected children and health professionals who specialise 
in the area. 
This research will inform health professionals about the experiences of young people and parents and we hope the research will 
contribute to improving care for young people and their parents.  
 
Opening question 
1. Could you begin by telling me a bit about yourself in general? 
(Or how this research relates to you?) 
*Pick up on any terms or language they are using to inform language to use in the other questions  
 
2. I would like to know something about how you like to describe yourself in terms of (use their specific dx if they have mentioned it 
e.g. CAH)/ having a different sex development than others?  
* People often use different terms .e.g. whether they use DSD, intersex or the specific Dx if they know it CAH etc. 
*If they refer to intersex /DSD explain a little bit about how people do not agree on terms and that is why I am keen to hear about 
what they think. 
Also I want to use the term that they feel comfortable with during the interview. 
*what term do you put down when you refer to your gender? How do you feel about that? 
 
3. Have you talked about this to anyone? Friends ,Family, relatives etc.? 
*Some people feel comfortable talking about ……. (Use their term), whereas others prefer to keep it private or even secret. I wonder 
if you could tell me who you have felt comfortable talking to and what you tell them. 
* ask about how their family (and friends if they know) respond to talking about it. 
 
4. Can you tell me the first time you remember being aware or told about your difference (or term they use)? 
*e.g. seeing a doctor or parents talking with them or noticing something about themselves that seemed different. 
 
5. What do you recall happening to you as a result of having/being (term participant prefers)? 
*try and map out what interventions if any occurred and or recommended (draw on a piece of paper if they want) 
* gather their experiences and thoughts about those.  
*address each intervention and stage separately. 
* Would they recommend things be handled in a different way 
 
6. Communication around your difference/…… (Use term their term) is something we are interested in understanding more about 
.How well do you think information was communicated to you?  
*Note different periods of time throughout their life e.g. what they were told as a young child as opposed to being an adolescent.  
*What worked best?  
*In what ways could it be improved?   
 
7. I would like to ask about support you have received .Were you offered anyone to talk to or given any contact in case you did want 
to talk? 
* If they did have support, what form was it in and how helpful was it? 
* If none offered would they have liked to have some offered and in what sort of support.  
*do you know other people who are the same as you? How did you meet? 
 
8. When a baby is born with (or the Dx or term they use) like yours there may be decisions that both parents and health professionals 
have to make in regard to treatment and care. Are you  aware of any that were made when you were a child? 
*if not -We are trying to understand how those decisions get made and wonder if you have any thoughts on that? 
* Some people think that some decisions are best left till a person is a young adult and can decide for themselves e.g. no life 
threatening surgery.  
 
9. I would like to shift the focus to the future now. Do you think your diagnosis and treatment has had an impact on the way you 
picture your future, if so how?  
*how about in relation to how you see yourself?  
*The way you view your body.  
*The way you view your relationships. 
 
10. Anything that you can think of that would help us improve health care for you and others like you? 
11. Are there other areas you think research should focus on; we want to make sure we are on the right track? 
12. Is there anything that we have not covered you would like to add?  
Demographic /specifics  
Age                                               sex                                      Ethnicity  
Do you know anyone else who may be interested in participating in this research?   
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Appendix R: Poster presentation Hobart 10th International Meeting of 












22 clinicians working 
with DSD throughout
Aotearoa/NZ
Iterative thematic analysis: 
Braun & Clarke (2006)
provides the methodological














One component of  larger quatlitative study
Background:
• Gender is usually seen as a binary construct based on biology
• This is challenging for young people with DSD
• Clinical management & decision making: 
• are challenging, complex and often controversial 
• are ethically complex
• involve multiple decision points
• have divergent and sometimes uncertain consequences
Research Question:
What infl uences decision making for young people with DSD from a 
clinician’s perspective?
Methods: 
Recognition of past mistakes/
learning from patient experience




“well medicine in general is a lot less paternalistic 
than it used to be… and health professionals 
hopefully realise that it’s important to involve 
patients and families in their own care… and that 
they have a right and should be involved in the 
decision making process rather than just being told 
what to do by someone in an ivory tower with a 
stethoscope around their neck” HP5
 “I think well you have to 
think about what parents want and what their 
expectations are…” HP22
“It’s just a peer pressure and having a normal 
child, you know that’s as simple as that and 
especially in situations where you’ve got, you know 
your child’s genitals are exposed to other people 
in day care centers and nurseries and things like 
that, that it’s got to be really diffi cult to handle” 
HP13
“the thing that makes or breaks your future 
relationship with the family and the patient
is your communication right at the beginning
     and your respect for them and for what they’re 
having to deal with and so I think that
 that’s really paramount and most ethical guidelines 
don’t talk about that at all”  HP5
“ so it’s not always easy as the health professional to 
have the conversations and you understand very well 
when you’re on the other end of the table, you don’t 
always want people to raise things so you’re trying 
to do a good job and you’re trying to think of the 
entirety of the issues” HP20
 “Availability of any psychological support as in 
professional psychologists, you know and getting 
that or trained social workers who would be willing 
to come in, involved in that situation is, from my 
perception on zero…”  HP15
“I mean what are the schools going to do in the 
future? They going to have a male a female and 
another toilet for those who don’t quite know?” 
HP2
“it’s more a fashion statement than a true 
orientation… [that high school girls] are attracted 
to the same sex, they’re more heterosexual 
[laughs]” HP19 
 “I try and say do you have a partner (and I 
just forget) … look I’m just a product of my 
generation, you know it’s just, yeah and I 
shouldn’t be”  HP21
 “No I don’t think it’s correct to give parents a 
list of options because that’s Sophie’s choice, I 
mean they don’t know what to do, I think you 
need to give them an educated clinical opinion…”  
HP15
Findings:
The clinicians considered that overall, decision making is shared. They 
felt a responsibility to provide clear clinical information and guidance to 
parents, but that it is the parents who are ultimately responsible for the 
fi nal decision.
Some clinicians were aware of bias:
“…always being careful that our own personal 
opinions aren’t overriding everything. And again, 
that’s why I think all of these patients are best 
managed within a group setting, so that… you 
know, someone’s personal preference or bias isn’t 
colouring the advice you’re giving to the families.” 
HP17
“My job’s a hormone doctor, I’m not a head doctor”  
HP2
Infl uences on Decision making: Conclusion:
Clinicians are motivated to facilitate informed, shared decision making.  
However, this is diffi  cult to achieve in practice.
What does this mean for you?
What’s needed?
Targeted professional development and refl ective practice to help 
clinicans:
• increase their awareness and insight
• reduce unintended bias 
• develop advanced communication skills 
• understand patient perspectives
• address ethical issues 
Health system improvements:
• Multi-disciplinary teams including psychologists and patient advocates 
• Specialist national centre in Aotearoa/NZ
Clinician perspectives on management of Disorders/Diff erences
of Sex Development (DSD) in Aotearoa/New Zealand: a qualitative study
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